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, ] ABSTRACT N .

\ . \
This repeort presents.the'results,of one of-the 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 Carried out in fulfillment of a
contract with the Departnent of Educajfon and w1th some additional. funding

provided by the IYC Telethon Trust.

4

The study examineq~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 1978:80. .

e

The independent variables employed‘in the study comprised place of residernce
(Auckland, Hamiltona Waikatof, child s handicap iintellectual, physical
multi~ and 'other'y, child s age (under and over 48 months), socioecondmic
status’ (hlghy low), child's age (under and over 48, months), and family size
(1 or 2 children vs 3 or more). ° ‘/1 .

.4 s

Data»are reported for the followingnvariablesz (a) telling parents they haye
a handicapped.child (when they were first todd, who told them, and which
parent was first told) (b) parents' needs for support (needs for éuidance )
and counsell hg extent of support, and perceived value of meeting other
parents); (c¢) parents views on their guidance needs'}n helping their children
in'areas such as self care, language, behaviour management, and play activities
and their reactions to-attending parent training courses; - (d) parents'
. familiarity and satisfaction with various professional groups and their
awarehess and USe of various benefits and services; (e) parents' preferences
for school settings for their children. . ,

[ . - l s\
The resultsg of the study are analysed and reconmendations are presented in
Ehe context of relevant overseas and New Zealand studfes of the families of

h&ndicapped children.

N
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' ' CHAPTER ONE - ‘
. ‘ ( . \ ' o, . — ;
f ' , . . / > -
INTRODUCTION
[ ] ' . .
‘ I don't share details of my problems ‘with people. You must not )
. lean on people or expect help. You have a Zong—term problem that ¢

other people don't really understand -
. ° . \
. 1.1 Background to the study L ; | .

, In recent ‘years, there“has been a distinct trend in western sooieties for

the handicapped to be maintained .in their families and in the community, rather
than being 1nst1tutlona11sed (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;
s Wilkin, 1978).and for EPe parents to accept cons1dera?le tesponsiblllty for
vactively undyrtaking training programmes with' their handicapped children
(Court, 197Krker 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 presehted themselves
’ . since the second world war, this philosophy had its origins in the nineteenth
century. She attributed the recent emphasis on community care to such- factors
as the recognition that since more-disabled persons are surviving and living
) longer they would place 1ntolerable burdens on public hospitals, the emphas1s
’ from the behavioural sc1ences on malntalning disabled persons in thélr own
hones, and the developments in medicine and. technojogy which combine to provide .

the means to. keep them in their hones.

3 ' In attempting to design appropriate models of-service/deliyery to respond to

- e these trends, researchers are increasingly studying what.parents of handiéapped

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

which they perceive their children and the quality of the services they have
‘received from the various professions or agencies? Recent studies, fd{
. example, have focused on.such issues as the way in which parents are told‘of
their- handicapped child's condition (e.q. Berg, Gilderdale anc y, 1969; carr,
1970; Cunningham and Sloper, 1977; Gayton and Walker, 1974; Gilmore and Oates, l
1972; Hallinan, 1978; Pueschel and Murphy, 1976 Pulman, 1979; Svarstad and
: Lipton, l977), .the effects of a hahdicapped child on family functioning (e°g° ’
e Birenbaum, 1971 Carr, 1975;' Freeston) 1971; Gath, 1978; Hewett Newson angd ‘
s Newson, 1970; Lonsdale, 1978; Morrison, Beasley and Williamson, 1976;

| Ibynolds 1979; Salk Hilgartner: and Granich, 1972; Sommgrville, Barnett and

| [:R\f: Malcolm, 1976) , and parents’ evaluations of éervices (e.g. Bbramson et al,

Ul ToxtProvided by ERIC v . . * .
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1977, Bayley, 1973; . Gath, l978; Hallinan, l978; Pulman, f979: Walker,
Thomas and’Russell, 1971; Wilkin, 1979) . \ [N

—
-

In the course of this reportﬁ a group of studies w111 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 carried out by

e Hallinan (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 spectrum of handicaps. Most of the parents
weré*intetviewed in their own homes,~aithough'a few completed postal

questionnaires. Hallinan inveStigated a ranoe of issues that included: events

surrounding parents being told thgy had a handicapped child, the nature of the

support they received and their perceptions of various services.

NE

A

.

A second New Zealand researcher to whose work frequent reference will be 'made
is Puln?n (1979(a), 1979(b)). In 'the firdt of her\studies, Pulman carried
out, a malled survey of the parents of 24 1ntellectually 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 a%ter 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 .the: professional assistance they received

- P4 .

‘Occasional réference will also be made to two other New Zealand studies - ,
Morrison, Beasley and Williamson' s (1976) nationally representative survey of
the families of 2, 245 intellectually ‘handicapped persons under the age of 65,
and Kuek and Laugeson S, (l979) study of 53 cerebral palsied childxen in the -
Wellington drea. )

L. . . . -
-~ K] .

Gilmore and Oates (1977) "interviewed the: parents of 50 children with Down's
Syndrone in New South Wales. .standard questionnaire used in the interViews
sought information on sucR~#ireas as the way in which parents were given the
diagnosis, their utilisation of communixy resources, and the parents'

L3

attitudes to the information they werebgiven. d ¢

. . v

»

4




" information and advice, attitudes to the child, the effect. on the family and,
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The parents of 86 spina bifida thildren under the age of seven yéars, comprised

the subjects of a study carried out in Clasgow by Rlchards and McIntosh (1973)

Interviews were conducted in the homes andtcovered topics such as Sources of

£
- - 1‘ £

common problems. ' . : . . ¢ \\: fﬁ

Lonsdale (1978) has reported on the results of 1nterviews of 60 familles of
handicapped ch11dren twelve years and younger. The main themes of the ) g
questionnaire were to do with how parents were told, thei pxeactlons, famlly

stress, and the parents' opinions of support groups and counsellipg.

.

N

A large~scale study of the families of 180 cerebral palsied chi dren unGEK

the age of nine was. carr1ed out by Hewett, Newson and Newson (1 70) in the

East-Midlands region. The topjcs 9f part1cuf’/ relevance to the resentaitudy

included events surrounding being informed of the chlld's handlca
~~
in behaviour management, and the parents* deallngs with various stalmtory and

problems

«

voluntary agenci es .

" an even larger—scale survey was carried put by Bayley, (1973) who ipvesrtigatdd-

‘ 1ssues relating to l 763 mildly and severely subnormal 1nd1V1duals ifi the

Sheffleld area. Within this study, he carrled out an intensive 1nvest1gatlon

of a gmaller sample of'families. Altheough Bayley was- concerned with the whole
age range, there are suff1c1ent data concerned w1th yodng;chlldren to warrant

comparisons .with-the present study.

1

\

Carr [1975) 1nterv1ewed the mothers of 54 Down's Syndrﬁme infants born in the "\
Surrey - London region, once when the childfen were flfteen months old and.

agaln when they were four years old. She was concern%? at explorlngoproblems_\
encountered in such families and her results in such d*eap as behavi ur: -

management, being informed abdut handicap, self care, sooial support systems o

and the value of meeting other parents aré part1cularly relevant to: the present .

3

study. - . . ) L
v - ' . 1 . \
The mothers of 120 severely mentally hahdlcapped children’ in the Greater , .

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

home-admlnlstered questlonnalre 1ncluded the mothers' views on kthe help they

recelved from other nembers of their family, from thelr social networks and.

’

from the various serv1ces, as well as their felt needs in helping their

[ 4

N

children. '

~

"
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In a second study carried out in the Greater Manchester area, Cunningham and
Sloper (1977, 1979) 1nterv1ewed ‘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 hoy the parents were‘told,:their réactions to the' diagnosis and the extent

to which they were helped to obtain access-to further information. , ‘ .

1.2 Aims of the Study . ’

’ - (/'

The original contract w1th the .Department of Education was "to survey and .

report on the perceptions of a group of parents of handicapped children of their
own needs for guidance in teaching these children. After reviewing the

literature and consulting with Pro;ect PATH's AdVisory Committee and others,'

the following themes were selected for detailed study: '

-
»

«

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

“r-

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

of meeting other parents,

(c). parents' views of their guidance needs in aiding their child s
1

development in such areas as self care, language and behaviour i .
managenent;
(d) parents' familiarity and satisfaction with various professional .

groups and with the services and benefits to which théy were entitled;
* ,(e) parents' preferences for the sghool settings for their childrén.

] N




CHAPTER THO'

. 21 ) . ..!
, - _ \‘-\' . o : ":
RESEARCH METHODS . &',
-3 .
’ \ ' . I o
2;1 Subjects. - ' . . :
] . . ' \ ) ‘é
- The subjects for this study comprlags 152 parents of children under the-age of <
seven years and who had spec1al needs . In the first instance, voluhtary .

crganlsatlons such as the Society for the Intellectually Handicapped and the -
,Crippled Children Society and guidance services such as the Psychological
\\\\ Servicé of the Education Department were asked to nominate families in which _
« there were children who fell into the age group and who nad relatively "clear
)( cut” handicaps such as Down's Syndrome, spina bifida, cerebral palsy, deafness
| or who were judged by professionals to have slgnl%rcant developmental delays.

The parents. “of these children were then wr1tten to, explalning the survey's
aims’ and seeking, their participation in the study.

. 9 ’\," " /
The survey proper was undertaken in two stages, the first in 1978 when 67
families in Hamilton and the smaller tauns'anﬁ‘rural areas of.haikato were
interviewed and the second 'in 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).
. AN L4
i TABLE 1 + FAMILIES' PLACES OF RESIDENCE . ]
. T
Residence .- N 4 o
- Hamilton - . 4 40 28.3 : *
P .. Naikato' e 52 34-2 N\
Auckland ) 60  39.5 .
j e z ‘ . l‘
‘ Total & 152 100.0 . ~
- - . .l ] , - o .
As can be seen in Table 2, parents of intellectually handicapped ch¥ldren made .
- [ .. z . :
up the largest group (38.8 per cent), with 34.2 per cent being parents of - "
physically handicapped children, 9.9 per cent parents of multi—handicapped
c .children and 17.1 per cent parents of children with other handiﬁaps such as
>
deafness and non~specific developmental delay. Approximately 60 per cent of *

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

lFor ease of reference the term "handicapped" will generally be employed in

' this report to refer to this group.

14 | .|




-

E

[

t ‘ .
- v

~* .‘o

4° montas of age (Table 3). ) . o
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TABLE 2. : SGHILDREN'S HANDICAPS
' ' . » , . v
Handicapy . Syb categories Total '
. % N %

) - : ¥ i \ Y
Intellectual . .. , 59 38.8 -
bown's Syndrome . Lt te - 25 16.4 )

“other N _ <34 22.4 —
Physical . : . t .. 59 .34.2 ,
€erebral Palsy R 28 18.4
Other ) .. 24 15:8* .
e . Multi- , , A5 9.9 -
. Otherl : 26 17.1
Total : . ) , : 152 100.0
1N9‘n~specific developmental 'delay, sensory handicap, uncategorised. - -~
. . o - .
- ¥ ’ \ ' . 4
TABLE 3 CHILDREN'S'AGES . - P
& ) ’ -
Age groué Sub categories Total
\ ) ¢ N % N 3
<48 months ‘. & 60, 39.5 .
>12 months ' . R .5, 3.3 )
'y  12-23 months 20 13.2
24-35 months ) .. 18 11.8
36-47 months . 17 11.2 ¢
">48 months ' ' i . 92  60.5
'48-59 tonths . . 31 20.4 - .
60-72 months . . 27 17.8 s
->72 months . 34 22.4 :
, e Total ‘ 152 760.0

~

'Tbe socioeconéndé status Qf the families was judged by the application o .El ey

an fI}yihg'é {(1976) revised sécioeconomic }ndex for New Zealand - a scale

L

whiéajpends to be loaded more on the general dinension of vocation%l
tion#l achievements than on material circumstances (Fergusson and Horpwood,
19225.;:Inv£erns of the 1971 census data for New Zealand as a whole, on which
tpis iggex is based, the present samp%g has a pronounced skey towards the

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

R <
" subjects were in the top three. levels, Elley and Irving's corresponding figure

O

Ric .

Aruitoxt provided by Eic:

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 ;evels.. . : ‘ . .

"

"

‘ . * . .
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. TABLE 4  : FAMILIES' SOC1OECONOMIC STATUS! h
A ’ N e
' soc'ioeconorpic . Sub categories ! Total
S group N % N %
High +_ t 84 55.3 4
level 1 4 12 7.9 :
‘Y R level 2 « ° . 20 13.2
. g level 3 ¢ 52 34.2
. - Low 68 44.7
. . level 4 42 28,3
o level 5 ~ 22 14.5
. . level ¢ : 3 2.0 ‘
Total ’ 152 100.0

1Based “on the application of Elley and Irving's scale to fathers' occupa—
/ ) ;mns, or to mothers' occupation in father—abseru: homes, : .

.
’ ' - . . - -
’

Just over half of the children were boys (53.3 per cent) - a propcrtion which
tends to somewhat underestlmate the preponderance of boys in the incidence of
handicap (Braine et al, 1969; Mussen Conger and Kagan, 1979 Singer, Westphal
1968). As can be seen in Table 6,

. and Niswander, in. approximately 60 per cent

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

[

. TABLE 5 CHILDREN'S SEXES R .
v Sex N % - .
' g Male : 81  53.3
’ ! Female . . 71 46.7 -
Total | ) ) 152 100.0 .
TABLE 6 NUMBER OF CHILDREN IN FAMILIES
» h -
Number of Sub categories 4 Total -
iv4 L ’
children N, % ‘ N %
One or two’ . 91 59.9
One 25 16.4 S
Two . < 66 ' 43.4
- , Three or more - + 61 40.1
Three . 33 21.7
+ + Four 16 10.5 _
Five or more R 12 7.9
\
Total . 151 100.0
\ith the ex¢eption cf child's éex, all of these variables - 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 varlables of the study
Q . and were applied where appropriate. In order to establlsh that these varllbles

FRIC - ' , .
i ’ /
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were not contamlnated by each other, chl—square analyses of each' in relatlonwto

- the oiher were carr1ed out. From Table 7 it can be seen’ that none o§ these -

comparisons achieved'statistical significance and 1t can therefore be arqued,

A

that each of the 1ndependent varrables.employed in the study are, in’fact,

relatively independent of each other. ‘ . = \)
- - * R .
- JTABLE 7 : CROSS~TABULATIONS OF INDEPENDENT VARIABLES .
.
. ;
\ ¢
Independent Number of X 2
o variables . , categories . X af sig. .
Residence N 3 >
X Socioeconomic status 2 3.32 2 _NS
‘ X children's ages ’ 2 2.84 2 NS ) -,
% Handicaps 4 . 2.06 6 NS
5 X No. of children in famity 2 2.55 2 NS
A
"~ Socioeconomic status 2 . : ‘
*X Children's agds . 2 0.15 1, NS - N
¥ Handicaps 4 3.72 3 NS
X No. of children in family 2 .0.32 X 1 NS ¢
- Children's ages 2
X Handicaps 4 ~ 2.86 3 NS -
X No. ‘of children in family - 2 0.50 1 NS
- 4
andicags - { .
X No. of children in family 2 . 2.00 3 . NS
\ . .
- . IS > )
Table 8 summarises the data on the parents who ‘were present ats the interV1ews. - .

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

90 of the 1nterv1ews and one parent (usually the mother) was present on i}
47 occas:Lons.l The remaining 15 families - 9.9 per cent of the sample - were
represented by solo parentsa(again, usually mothers). For some of the
questions, separate data were recorded for’ fathers or mothers; in thosewscases,
independence of judgement Qqﬁ ensured by the use of sets of cards which each
parent placed in the order th%y saw fit. For those questions where no such
ebmparisons were niade and on the rare occasions when mothers and fathers
differed in their oéiﬁions, enly the mothers' responses were coded.

”, S

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

K heen'used by other researchers (e.qg. Cunhinghamgand-sloper} 1577; Gilmore and

S

Oates, 1977; Lonsdale, 1978, Pulman, 1979.(b)).
\‘l

RIC . .17
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TABLE 8 . : PARENT(S) PRESENT AT INTERVIEWS \ W . e
2
\\\ i ] i _
Parent . N % ¢ "
Both parents - 90" 59.2
1l parent in 2 parent family i 47 30.9 v ,
# Solo parent \ 15 9.9
" Total . R 152 100.0 .
\
-~
- [ 4
2.2 Procedures . ) / 4)

v ot .
e . .
The data for-this study were obtained by means of a two-hour structured inter-

ot

|

i e ) C e |
‘view carried out with one or both parents in their own homes. The interviews |
|

»

were focused on a 90-1tem questlonnalre designed to elicit data on parents

perceétlons of ‘their guldance needs, the questions for which evolved from a

. review of the lzterature noted in the 1ntroduct10n and from consultations

thh a range of profes51onals assoc1ated w1th Project PATH. Parents of handi-

cappeg—chlldren who were not 1ncluded in the f1nal sample ai17 assisted in

the development of the questionnaire by evaluatlng its content and format, as
well as providing useful suggestions for conductlng the interviews. One R
couple ‘consented to a v1deotaped interview whlch together with a spec1ally§fq'
brepared instruction manual, role plays and feedback opportunltles;_were used
}g~training the inter;iewers. For the Hamilton and Waikato section of the
study t%o. two~hour training sessions were held for the interviewers who, in
the main,  comprised project menbers or senior students. In the case of the

arried out by a senior student who .

. With the except10n>pf the

Auckland sample, the ihterviews were all

was herself the parent of a handicapped chi

videotaped interview, the above nrocedures were\followed in training this

A
interviewer. .

2.3 Statistical Analyses ' S

. - . 1 . . )

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

classificatory in character, the statistical'significance of variations in .
the dlstrlbutlon of cases among categorles is assessed by means of the non-
parametric stat1st1cal test, chi—square (X )] (siegel 1956). Qualitatlve
data arising from commeats made by parents in the course of the 1nterviews

will also be employed to 1llustrate trends in the data, - . -t

-~

- /¥
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CHAPTER 'THRgE .

, ' ' { ,
a TELLING PARENTS THEY HAVE A HANDICAPPED CHILD‘

He"did not really explain it propekly.
never really explained it.” \

I

He went round the.point but

A 3

3.1  \When Parents were First Told of their Child's Conditlion

’ )
From Table 9 it can be seen that one-fifth of the parents learneé\qf their -

child's handicap at birth and a further one-fifth during the first ﬁQEg,g By
L 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 lS‘ber cent of the sample
were first tqld after the child turned two and none ef arents in the
sample had been informed before birth of the possibility of a handicap. The
present sample of famllies were first told of their child's condition slightly
earlier than those in Hallinan's (1978) study. Examples of the differences
include the fé}lowing, Hallinan's data being noted in brackets: at birth :
"20.4 per cent (il.6 per cent); by the end-of the first month : 40.8 per cent
(29.5 per cent); by the age;of 8ix months : 49.6 per cent (39.0 per centfﬁ
Agcording to Laing and Jones (1979) 41 per cent of their sample of "mixed"
handicaps (N = 145) under the age of five had éonditlons which were apparent
at birth.

. nad been conveyed to the parents at birth.

It is''not clear from their data, however,,’ whether the diagnosis

'y : - 2
; TABLL 9 ¢ WHEN PARENTS WERE FIRST TOLD_OF CHILD'S CONDITI'ONl
. T ‘. -~
Before birth’ o Cumulative -
N % %
y — D
. 1
Before birth 0 0.0 6.0 -— -
., . At birth 30 20.4 20.4
~ Imfirst week ' 24 - 16.3 36.7 -
. In first month & g 4.1 © 40.8
+ In first six months ) 13 8.8 49.6
o In first year 28 19.1 68.7 '
In first 2 years - -—.. & 24 16.3 85.0 ‘
In 2-5 years ° 19 ;2_._9,__/ 97.9
In 5-7 years s . L. .3 50 99.9,
N 's [}
. , .
Total 147 .- 100.0

o

. g
1 Co ' ‘
Five parents indicatea that they were not sure, never told, or that it was
a process of gradual awareness.

, N
— - ‘ e T e
[ 1Parts of this chapter were published in the following article: Mitchell, D.R.

Q A survey of parents' experiences and views on being ‘told they have a handicapped
1ild. ‘New Zealand Med:Lcal Journal, in press. 19

. -
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The point at"Wﬁiéh’parents were first tq}d\if their child's condition differed
acdcarding to the hature of thé child's hand cap (Table 10)., Just over half of

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

withyaround one-third of the physically 4nd mplti-handiogpped and only one-
fifth of the 'other' categories (i.e., non—specifég developmental delay, -

sensorxy handicap and uncateourised) The differences in the distribution in

“this table were statistically significant (X - 13. 59, 6 df, p<.05).

TABLE 1‘0 :  WHEN PARENTS WERE I‘IRST TOLD ‘Oi’ CHILD S CONDITION, (\
BY HANDICAP ) .
% . ) .
Handicap ° Within first within “first Within first Total.
. ' month year 7 years
N 2. N % N % . N %
Intellectual 3i 53.8 14 24.1 13 22.4 se 100.0 .,
Physical 19 37.3 17 33.3 . 15 29.4 sL  100.0 ° -
Multi- W o357 s 357 , 4 28.6 14 100.0
Other 5 20.8 5 20.8 14 58.3 24 100.0
. . .
: 2
all 60 40.8 41 , 27.9 46 31.3 M7 .. 100.0 -
g . _
2 b P O '

=13.59, 6 df, p <.05 .

Yhen separate analyses are carried out for the 25 famllies with Down's Qyndrome
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” (l§\§(b)) gs. .0 per cent,
Gilmore’and Oates's (1977), 72.0 per cent and Cunningham and Slqper's (1972)

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»(l976) 56.3 per cent, Gath's‘(i978) fionre of 46.7 per cent, Carr's
(1970, 1975) 41.3 per.cent and Drillien 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 Syndrone, a tendency that probably reflects the technical
advances in being able to make quick, firm diagnoses. It ﬁay also ‘indicate a
Preparednessg-on the part of the medical profession to convey this information
to parents as soon as possible - wyhich is in line with parents' own preferences

?Berg, Gilderdale and Way,. 1969; Carr, 1970; Cunningham, 1979 Cunningham and

sloper, 1977; Gilmore and Oates, 1977; Wilson, 1975).




" 3.2 Who Told Paremts ¢f their Child's Condition

.

‘.. . ¢ - ! “ o
From Table 1l it isiclear that the medical profession and allied health services

’

Bear the brunt of informing parents,of the pre§énce of a handicapping condition

,ir their childs~" Medical specialists such as obstetricians and paediatricians <

‘have the main responsibility in\this respect, with 69, O r ‘cent of parents
*-reportlng that they were first told by sudh a ‘person, the next largest group ,

bE1ng fami Iy doq{ors with 16.6 per cent followed-by nursing and other hosp1tal
: staff (9.7 per cent) . . ":

» L o . P
Thls pattern is very similar to that reported by Halllnan (1978) in his
Chrlstchurch survey, the comparable percentages for the above categorles helng
62.9, 19 1 and 3.4, respectively. .It q& similar, too, to American ‘data in
which 66.7 per cent of mothers.of' Down s Syndrome chlldren had been info
by a paed1atr1c1an or obstetr1c1an and 22 8 per cent by the. family doctord
(Pueschel and Murphy, 1976), and to Rlchards and McIntosh's (1973) f1nd1ng that
in 71 per cent of the cagses 9f spina b1f1da a mldw;fe or hospltal docﬁbr had

conveyed the first information to the mother,‘compared w1th 13.per cent for

. .
general practitioners. . . . ’ )

. ‘. - - N N - . . “e
. N -
) > > 1
TABLE 11 , ¢ PERSON WHO.FIRST TOLD PARENTS OF CHILD'S ,CONDITION .
N = 7' N
Medical General ' N\;rse/other Plun‘xe’t/ Other Total .
‘ v .
specialist practitioner hosp. staff- PHN . \
N % N % N % N %, N % N %

e
~
w

i

100 - 69.0° 24 16.6 14 2.1 4 2.8 145 100.0

Tsix parents had never been clearly told by any one person. AR o

' E ¢
. a . . \ <
3.3 MWhich.Parent was First Told . e LN . .

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

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

£y
, both papents were told together. Of the rema1n1ng 54.3 per cent the mothers
had been told alone in 44.2. per cent of the cases and the iather on 10.1 per ‘,
cent, This pattern was consistent across the various sub-groups that Were

ylelded by the flve independent variables, The proportlon of famllles inawhlch

both parents were told together is almost 1dent1cal to that reported hy Halllnan
*(1978) but hlgher than Ln Lonsdale's (1978)s survey inf which only 28.1 per cent
of the mothers and32 Bper cent of the fathers were told w1th tHeir spouse

. b} . . ’

RC T AR




- ' R TABLE 12 ' : PARENT WHO WAS FIRST TOLD OF CHILD!S. CONDITION o~ -
. . 43 “« -4
1) - - \{ N . N -, »
. o . £ . .
Indcpendent _ Both parents : Ohe parent 4 Total . . -
variable . togethgr ) ° alone? o . s b
. . ) .
. ‘ . N ' ] NooX oGy & .
N M ‘N - < . = . ~
L N ‘ Pa——
‘ e - ' ALl families ~ 59 45.7 7d* 54.3 *129  100.0 '
. ) v ' e ‘& o ' ’ ’ :
' \ @ .‘ D e ' - v ’ M
- Handica ‘ & > - ' N |
.~ InteYitctual 21 7 4oy 31 596 . " 8 1000 ‘ e
: Physical 19 432~ -8 se.8e 44 100.0 - |
Multi- 60.0 . & 4.0 . 15 100.0 |
. Other 0 556 8 4e . 18+ 2000 o
., . N
x e 2.65; 34f, Ns / IR B ~ ¥
» b . [ [ -
- N & . ~
- N ~ 2 ’ v - ® . 3 '
3 . S N *
. -+ Residence _— e VA . .
Hamlton ., . ¢ 10 34.5 ©  -w% 19 65.5 29 100.0 -
. . Waikato . 24 54.6 20 45.4 44 100.0
Auckland . 25 44.6 . 31 55.4 . s6 100.0 . *
Y . x* = 2.88, 2 df, ws s ' .
A N ‘ ) .
i ’ = . . ] 5. » ¢ _ ;‘ - [y
. Age ¢ ’ - )
,<48 months - 24 43.6 . P ) § 56,4 55~ 100.p0 .
>48 months 35 47.3 39 2 .74 100.0 .
. ' x*e 0l7, 1af, us ‘ § ..
- . ; .
* .
¥ v &
Sociaeconomic s ¢ . "L R ¢ . . .
. status : . . )
- . High 37 48.7 B9 513 76 100.0 .
N ' Low 22 a1.5 . 31 585 -, 53 100.0
- x*= 0.65, 1af, ws . . . ] .
’ L —_— . )
—— < T o7 . - & -
Y 1 ¢ ' o °
. Family size \
lor 2 chn. .- 35 47.3 39 43.2°s. 74 200.0 . .
’ 3 orsmore chn, 24 43,6, , 31 455 55  100.0
¥'a 017, 1af, Ns ] . . T~ )
i ¢ - - '
. ‘1 ° . .
1 For 21 families, this question was not applicable either because it was a solo .
Jarent family or’ t.he parents were never told 6r there was a pmcess of gradual
awaxeness. q/- P
« . . i Zyother alone (57) father alone' (13) s . .
~ L]
> ‘. . . " - o e .
e . . . ~ = - - - ] .
When the data on this' variable. are analysed w:Lth respect to the fam:Ll:Les of
Down's Syndrome, however, in only 32.0 per cent of the caseés had parents been
| told together, while mgthers had been told alone in 48 0 per cent of the cases
[ -
| and fathers in 12 0 per cent. Th:LS*pattern is very simdlar to other studies -
- _ :
| of families of Down's Syndrome cHildren. Taﬁking the prop‘ortion of families
| . ) . )
N where both parents had been ;ﬁd together, the range was from 20 per cent .
1 . ’ &
(Gilmore and OQates, 1977) to 40 per. cent (Pulman, 1979 (b)) ’ with several
] - 3
studies. reportlng figures of around 25 30 per cent (Carr, l970,-r1975‘ : ¥
t

o - Cunningham and Sloper 1977 Gayton and Walker, 1974) ¢
A ruText provided by Eric ~ A
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As summarlsed in Table 13, of we 70 families where one of the parents had been
first told alone of their child's conditi,on, 44 (62.9 per nt) had a distinct
preference in retrospect for being told together. Of the remaining 36 féﬁilles,
B continué€d to prefer not being to*l‘d together and 7 ‘were unsure. There were
no 51gnificant var:Lat:Lons in th:Ls pattern of preferences when the five inde-

} pendent var:La.bles. of- childu é\fhandica‘p, residence, ch:le s,-:age, socloeconimic

]

-4

status, and family size were taken into account. o ’ "
-~ Y
e TADLE 13 PARENTS! BREFERENCES FOR BEING TOLD TOGETHER OR ALoNE: . -
. -8 . “ . -
1%
- . \/ R
Wi . . Independent Prefer to be « prefor not o be. Total g, .
- ’ vatiable told together told togegher/ ~ i
: ' upsure .
N % N 4 N. %
. s ~ ;
} - 3 .
Q\ .43 ALl familles - 44 52.9 .2 37.1 70 100.0
e s - , . ‘ ~
Handicap ) 4
Intellectual 21 70.0 9 +30.0 30 100.0
Physical 15 62.5 9 . 37.8 24 100.0
¢ Other? 8 §0.0 8 50.0 16 100.0 . 5
. ,
N x‘a 1,79, 2af, s .
. ) Residence - ¢
\ ¢ Hamilton 9 47,4 10 52,7 19 100.0
waikato 15 68.8 7 v31. 8 22 100.0
Auckland 20 69-0 9’ 31.0 29 100.0 g
x>« 2.68, 2 dE, NS .
m .
y " Age ) \ o
. . <48 months 22 76.9 7 24.1 d9 100.0
. 248 ponths 22 §3.7 <« ° 19 46,3 41 100.0
< N ) xz - 2,70, 1 4f, NS~ B -
=
r' v
N .
. Socioeconomic .
status
High 21 863 1 4.7 38 100,0
Low 23 1.9 9 28.1 32 100.0
~&
x*= 140, 14f, ¥ o
N -
b i / .
. — o ®
Family size . !
lor 2 chn, 27 69,2 ’ 12 30. 8 39/ 100.0
3 or more chn, "1 54.8 14 45.2 - 31/ 100.0
2 f
LX'm 153, 1af,” ws v
. lQuestion asked only of respondents where one of ;arenta had“been told alone
- ' (see Table 3.4). L -
" %Includes 6 multi-handicapped. - \ :
3ch£er not to be told together (19), unsure (7)., °* Py

The general preference for being told together is in accord with the findings of
other studies (Cunningham and Sloper‘ 1977; Gayton and Walker,_‘]_._9.74; Hallinan,

ERIC

Aruitoxt provided by Eic:
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A g 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, 19€1); should be taken into account when decisions are made as to the *

way in which parents should be informed. . . B ~

4

3.4 + How Parents were Informed . ) _ : .
S v

¢

_Although no systematic attempt was made to evaluate other more qualitative .
- aspects of how parents hdB been informed that' their child was handicapped many
parents:/aised important isgues 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, paediatriéians and general practitioners bear the main
responsibility for informing parents, most of the Somments elicited by this -
. question refer to the medical professioh It must be noted, too, that although
@he bulk of the comments selected for inclusion are negative in tone, many
parents had very positive feelings towards the professions with whom thgg had
contact *(see Chapter Six).

-

! *
s -y

L .In the main,.the comments focused on three themes - information about the .
child'srcondition, information about hoE’to help the child and the quality of
\ the parent—professional relationship.

L e
3.421 Information about the:child's condition. Parents complained about

.several features to do with the quality of the information conveyed to'them by

the professionals with whom they came into contaét during.or after 5§ing

informed of their child's condition. .
‘&‘ , . ' A—va, —

\/y .

Some felt that the professionals simply did not.know enough about their child's
handicap: s N

3

-~

The doctor was ignorent. He sa‘Ld 7t ‘was heredj,tory, but it was trisomy §
. 21. (136)1 , - -~

The medical social worker was dumb - ignorant of Dowm's. Syndrome - and
gave us wnhelpful and misleading, adbice. (108)

e ’ A gigter in the hosthaZ gave-me msleadmg mformatwn on heredity.
(Q15) ~ .

v . ° .

Others peinted out the’problems they'experienced in understanding professionals:

He did not really -explain it properly. He went round the pov&nt but never
really explained it. (092) o -

ad

,lNunbers refer to individual families.
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CoL .
T / The paediatrician is a hard man to understand. . He explai{ze it in big
medical words. (049) . - ’ ;
There was terrible initial waffling. - I'would have preferred specific
information.- egpecially specific diagnosis and progress. I was in a : -
limbo of disbelief. This 'wait and see' attitude by progessionals is . v
. .very diffieult'to endure. (103) - e ) .

/ The lack of coordin,ation among specialist;s came in for criticism by some of the

’

'  parents:

. N _ .
We were given conflicting information by & fferent people. (115)°

© Bventually, at 3 months, I was told  has suffered d cerebral haemorrhage
at birth. My doctor thought the paediatrician had told me thie when they ’
had found out, and the paediatrician thought the doctor had told me.. ) -
Veither of them checked, so it was assumed we knew. (097)

- ,
. Professional brusqueness annoyed some. parg‘nts:' -

The doctor wouIZd not seem to try a.nd 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 wae three. (038)

The psychologist Bpént half an hour and made brash statements. He
assesged her without looking at her. (002) ’

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

. At 24 years I saw a psychologist and he said straight out she was IH and

« wouldn't develop over 12 months ever. I nevey went-back to him.} (024)
¢ . ~ - .o

‘e ”~

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

! ¢

-

/ -

&

° had been given insufficient oroin&adequate advice om how they might best help -° :
their child*s develepment: ' L

We saw the doctor at __ Hospital f%z; days later. She painte‘d.a very .
gloomy and pessimistic picture. She didn't know what was avdilable. We :
h _ had ‘to‘ég all the finding out ourselves. (149) . ° ’

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

' '_ The only bogk/ they could produce from the Hospital Library on Down's
Syndrome was published in 1957. (054} . '

The paediatrician said dom't rush to Mangere or join IHC. This delayed .
* Thelp for __ until she was a year old. I wasted q year. (129) -

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

3.4.3 The quality of the parenf—prof,i‘onal relationship.” Many‘ parents

. commented on what they perceived to M deficiencies in the interpersonal skills -
. ©of professionals who broKe, 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 feélings: /

O  The first paediatz'ic;icfn was blunt - no humhity. I ert‘ obliged to be
EMC very careful phrasing my queatiqu 80 as not to upset him. But a mother
WD ST ST 2 . .

J
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who has given birth to an abnormal baby should be kindly treated. She
shouZd ‘be .treated with care and more. as a,person - a person shocked and

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

. P The way the paediatrician broke the news - ‘he yas gbrupt and distant. He
. _ stood in the doorway and’told the nur'se to go and settle the lady (me -
. who was cryzna) (159} °

"4 week after the birth, thzs doctor - who was very young - gave me the
test resulés with four or ‘five other doctors around the bed. I was ~
- terribly z‘z’pset I didn't tink he had the mght'- (142 ) war

I was mdstly upset by the offhand uncamng mariner of the spectalist and
0 if&m family doctor.  (062)

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

< Being by myself, the paediatricidr was hard to talk to. Couldn't ask much
" I'was so ﬂabbergasted But wher I did ask, he just answered,, 'It's
cerebral palsy'. (075/' ’ - T

<

a

The neurgsurgeon was negative, discouraging, guve us no hope, said the -
child wéuld not live - Suddenly said child could go home ‘and never .
.admitted his prognosis was wrong. (125)

~

The gynaecologiet knew there was a §0/50 chance of retardamon "rom ‘birth,
but did not teZZ me this for months. , (127) | /

The specialist made me ‘feel I was just the beqrer of the cht Zd He was
not straightforward. My husband often got more from the speczalzkt ‘Lf T

left the roem. (040) « . \

. \ fﬂ/ - . R
3.5 Recommendations Coa .

. ' ., ) .

Arising from the auantrtatlve and qualltatlve data obt‘falned in this afspect of

) the study, the follow1ng recommenda'{:lons are advanced: . 4 .
p » (:' [ ‘ -
' 1. ° Given the concerns egpressed by many parents .regarding the way {n'wﬁrch
professionals informZd them about their child's handicap, .it is e
recommended: o ' .
A N hY )

- \
” (a) That the training Pprogrammes of the various professlons llieiyvgo

- be involved in 1nform1ng parents of the presence of haxﬂlcapplng

. / . conditions in thelr chlldren incldde slgnlflcant components of

relegvance to this aspect‘bf their work. In part1cular, there LT

should be reference to«recent advances in the medical, educational
and community provisions for handlcapped children and™to the need ~
. for sensitivity in interactions with tbe parents of handicapped .

chlldren (Mittler, 1979; Spain and Wigley, 1975). voe

(b} That since the medical profession bears the main responsibility for

informing parents «0f their Chlld s handicap, the above récommenda— .

-

[ERJ!:‘ ' tion be accepted as a high priorlty by those responsible for-

a - . . . | ,Zg; \
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desigeing medical education courses at both the under- and post-
graduate levels, and that individual professionals accept their
personal responsibility for becoﬁing better informed and more skilled
in this.agzea (Gayton, 1975; Jacobs, 1971; Lipton and Svarstad,

1977; Sanson~Fisher and Maguire, 1980; Wahlstrom ané Sterner, 1978;
e Wolraich and Reiter, 1979).

v

2. That professionals who are confronted with the respoeeibility of informing,
~fef;5nﬁf1rm1ng to, parents that their child has a handicapping condition
recognlse that the majority of parents would prefer to bé told with their
,fspouse. 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 dec1ding how their responsibility is

discharged - if, indeed, 1t is possible to exercise any control over it.

.




CHAPTER FOUR

: PARENTS' NEEDS FOR SUPPORT
*

I get lots of kindly, supportwe concern. They're caring and sorry but
it ‘goes no further. There isn't the amownt of practical help I'd Ztke.

A
. [N

<7 4.1 Needs for Guidance and Counselling

‘Subjects in the 1979-80 phase of the study were asked‘to ctmment on the extent
to which their needs for guidanca 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 informatiop 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 gaod
reading material (36.1 per cent) and then\a bracket of thrqg needs each
attracted 25 per cent of the respondents (help with practical dlfficultleS,
encouragement to return for guidance and for counselling for reactlons and
feelings). 1In 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 FEXTENT TO WHICH THEIR NEEDS FOR GUIDANCE o

o v AND COUNSELLING HAVE BEEN MET1
i
Type of help ) Experienced need
» T . Satisfied Not satisfied No need Total
N. z - N 4 N 4 N 4
., .
A}
More information 17 20.5 ~ 49 59.0 17 20.5 83 100.0
Good reading . . -
‘gaterial 11 13.2 30 36.1 42 50.¢6 83 100.0
elp with practical )
difficulties 5 6.0 22 26.5 56 67.5 83 100.0
Encouragement to o . ‘-
return for .
’ guidance 28 33.7 21 125.3 34 41.0 , 83 v100.0
. Counselling for -
reactions and
feelings 4 4.8 21 26.3 58 69.9 83 100.‘0/\
Support from family \
» and friends 45 54.2 14 16.9 24 28.9 83 100.0
771 .

1979-80 data only 2
. . '
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
. ]

do to ameliorate ‘it than is presently being provided.i th 79.5 pex cent of .

[]{j}:~ the present sample who experienced the need for information is comparab le to i

0y .
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. : the. 68.8 per cept of Hallinan's (1978) =sam{;le who wanted information on their’
child's primary disalgilit‘y, the 72 ber éent of Pulmnn's (1979(b)) subjects who
felt thé need for more guidance after the'initial interviews and the 64 per cen't

* of Gilmore and Oates' (1977) parents in N.S.W. who wanted early contact with
faciiities. Althouqh they pmsented no data, Goddard and Raynor (1978) reported
that their sample of parents in Exeter repeatedly .raised tl{e need for follow-up
consultations to discuss the diagnosis and its implications. Despite this need,
the evidence suggests that it is not ‘fullyf being met, Cunningham and Sloper

» e
-

- (1977), for example, reporting that nearly half of théir sample of parents in
the Manchester region left hospital with vital questions unanswered. .
< . Q ‘

The conparatively low values placed upon counselling and on furthor/’s;ppo’rt
* from fonily and fr19nds suggests ,tliat, on the whole, the parents in the present
' * sample have come to"tems with the emotional implications of a handicapped
. child in the family. This finding stands in‘'contrast with the results of a

survey of professionalg \in the Hamilton - Waikato area in which 65.5 per @t )
of the respondents emphasised the need for professional support and counselling -
! of parents. The notion that parents of handicapped are generally adaptive and
not pathological in their reactions is given credence fn other studies, too.
Hallinan (1977, p.202), for example, considered that for the overwhelming -
majority of the parents -in his sample, ”t}ie primarg reaction was one of rationale
adjustment”, while Svarstad and Lipton (1977, p.651) concluded from their study

) of ptgfessional communication with parents “of mentally retarded children tl;at
"'there has been’:‘too much emphasis on the parents' psychological problems and .
not enoﬁ\m on how professionals inform parents". - ) ) .

a

4.2 ' Sources and Extent of Support . ) .

«
’

Parents vere asked to identify the sources of aup_port or help of any kind they -
’ had received and were shown a list which inclufled such cateqories as husband/
wife, other relatives, medical people, close personal friends, neighbpurs,
* voluntary organisations, personal faith, clergy, gtc. Table 15 shows ‘thé
distributifon’ of the ‘parents in tex{ns of the number of different categories of
] support they identified. Less than 10 per cent of then noted no sources or one
- source, vhile just over 60 per cent identified four or more‘.
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TABLE 15 : SOURCES OE SUPPORT IDENTIFIED BY PARENTS
None One l ™o or Four to + Morewthan Total
' three sin*¥ ~ six
! N % N % N % N % N % N %
- .y .
. 2 1,3 1 7.3 45 _ 30.0 61 447 25 167 156  100.0
[
’ e &

o

Thé parents' views on the extent to which they currently have sufficient
suppoyt of the kind they needed from fémily and friends are summériseq in

< Table 161. Nearly half of the_sample (48.2 per cent) considexed they currently
had sufficient support, while 3ust”over one fifth (él.z 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 the7

-received currently and when their handicapped child was younger.

P 3

& Although the differences between parerits of the younger and older children on

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

tﬁeadirection‘of the former group 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 mfich now. (115) i

\\*?‘ We struggled by ourselves Gt 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 through my days - '
someone who wnderstood all these things and could help me in the early
stages-

-~

The finding th;t nearly half of the Qarents felt they had sufficient support
is comparable to Carr's (1975) research 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 EQ Bayley s (1973,

- P.282) opinion that 54.7 per cent of his sample of .53, famllles recelved :
"good" levels‘of support, compared with 20.8 per cent who reCeived "shaky"

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

¢ A AT

»

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

study and the athers gust c1ted,may not be a fair reflection of what actual

[l

l . . .
If one parent said 'yes' and the other 'no' the response was coded as 'no'.

[
-

R4
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support or help is received by parents. For example, when Wilkin (1979,
p.l40) questioned his sample of parents to determine instances of help, he -

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

~ .

o

k.3 Value of Meeting Other Parents

. "
"the impact of community was realigible for ‘most". ’ | ; gﬂ
. ;
TABLE 16 + PARENTS' VIEWS OF THE EXTLNT TO WHICH THEY CURRENTLY HAVE f
5 SUFFICIENT SUPPORT! , .
° ® - i e
Independent sufficient support Insufficient Total F
variable Yes, Ambivalent? support N
N r N : N \ N \ ‘
. > All families 41 48.2 26 30.6 18 21.2 8s 100.0
s o
\ Handicap . . i
. Intcllectual 14 45.2 11 35.5 6 19.4 31 1v0.0
. : Physical Cm 56.7 7 23.3 6 20.0 30 100.0
Multi- 3 30,0 4 d0.0. 3 30.0 10 100.0
3 Other 7 50.0 4 28.6 3 21.4 14 100.0 . v
%%« 2.70, 6df, NS '
>
@ ¢
: Residence '
. flamil ton 11 44.0 10 40.0 4 16,9 25 100.0 -
Buckland 0 50.0 16 26.7 14 233 6o 100.0 ‘
‘ x*w 1.61, 2 af, Ns ‘
'l A} .
Age |
* ° <48 months 15 44.1 8 215 1 32.4 3¢ 100.0
>48 months ) 2% 51.0 18 35.3 7 13.7 s1 100.0 — .
I 3 -
- %%« 4.46, 2 df, NS
Socioeconomic .
. status T
- “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
. i
.- . xz.. 3.01, 2 df, NS 5 .
* hd ‘v—-v R ' P
- Family size
. * 91 or 2 chn. 29  54.7 14 26.4 1o 18.9 s3  100.0
' ' 3_or more chn. 12 37.5 12 37.5 8 25.0 32 100.0
. x2 « 2.38, 2 4f, Ns P
¥ ) *
. .
. * 11979-80 data omly
- .
. 2Dificrences between earlier and current support .
) & i/

I T

. . .
o o . ' o R
. -

- _ /
Data on the parents' views on the value of meeting parents of children with
similar handicaps are included in Table 17. Overall, three—quarters of those

in the éample had met other parents, the vast fajority of these respondents

.considering the contacts to be of value, 3 pattern similar to that reported by

ERIC Co , Y . e ‘ ‘
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Carr (1975). There,were some variations froy group to group when the vgrious
indepéﬁden% varzables werg applied tc the sample, but none of them reached
statistical significance. 1In other words; the pattern of preference for
ﬁeeting parents of similarly handicapped childré; was present‘{rréspective of
the child's handicap,.place of residence, child's age, father's socioeconomic
status and family size. Althaugh not recorded in Table 17, it is worth noting
that a similar preference was éxpressed by those who had not mety other parents,
the 25.8 per cent in this caéegory being made up of 20.5 per cent who would
like to and only 5.3 per cent who did not waﬁ; to meet other parents of handi-
capped cﬁﬁﬁdren.~ In other words, 84.} per cent of the parents had either met
othe{ parents and considered it of valuet or Qouldalike to meet other parents

»

if they had not already done so. . !
TABLE 17 ; PARENTS' VIEWS ON,VALUE OF MEETING PARENTS OF, CHILDREN WITH
SIMILAR HANDICAPS

. .

- Y

Independent Have met other parents - Total 3
variable Considered it Considered it of Have not met
of wvalue little/no value - other parents ~
N ] -N 1] 8 N % N ]
. L 4
ALl families 96 63.6 16 10.6 39 25.8 151 100.0
) N
né;dicag . ’ .
Intellectual 39 66.1 6 10.2 14 23.7 59 7100.0 *
Physical 28 53.8 6 11.5 18 34.6 52 100.0
Multi- 10° 66.7 3 2050 - 2 13.3 15 100.0
Other r 19 76.0 | 1 4.0 5 . 20.0 25 100.0
%2 . 6.69, 6df, Ns b
P {
/
Residence * /
Hanilton 24 80.0° 4 10.0 12 30.0 40 100.0 .
' waikato 29. 56,9 5 9.8 17 33.3 51 100.0 :
Avckland . . {f 71.7 7 - 11,7 10 16.7 60 100.0
o = 4,50, 44f, NS :
Age h . .
z%a'months 41 68.3 8 13.3 11 18.9 60 100.0
o >48 morths S5 60.4 8 8.8 g ¢ 30.8 91 100.0 X
x*w 3.22, 24f, NS . .
N N
Soc iogcononmic .
- status L
High 55 65.5 « 6 2.1 23 27.4 8% 100.0
Low : 41 61.2 1o . 14.9 _ 16 23.9 67. 100.0 .
x2= 2.42, 2 df, NS " .
- .
A
) - .
Family size N
1 or 2 chn. 62 68.1 . 10 -11.0 19 20.9 91 100.0
3 or more chn, 34 . £6.7 6 10.0 20 15.3 60 100.0
%% 2.95, 2 af, Ns T
. ‘ ‘
lwould 1ike to (31), do notswant to (8). v C .

>




bk

Tn the light of the above data on parents'

24, . 4

Recommendations ’ e '

.
. o . . ..

perceptions of their needs ‘for

support, the folléwing recommendations are made:

1.

. ¢ ‘'similar handicaps (Hornb

. . -~

. - ! e 4
-THat all professionals who have cpntact-with handicapped children be

provided with r%ﬁular updated readiny lists relating to various handicaps.

'

- . % v
That directorjes of services relating to the needs of families of young

children with Wandicaps be compiled for every_region within New Zealand
(for example, see a handbook comprled by the Waikato Branch, NZ

.

Federatlon of Unlver51ty Women, 1979). . o

’
-

That handbooks on handicap written for parents be made widel§ aqaiiable

L] .
(for example, sege Mitchell, 1979, and a recent rev:jLew of such books by Smitf:h , 1981).

t
That regional resource centres be established to provide an informatlon
service to profe551onals and parents concerned with young handicapped

children (Dean, 1975; Threlfall, 1979).

~ «
-

That statutory agencies such as the Health%and Education Departments

and voluntary bodies concerned with handicap.coilaborate in the provision
~ - 0 . .

of the above services.

That profe551onals working with parents of handlcapped children
immediately follow1ng their being 1nformed of their child's -condition,

should take account of the emotional impact of suth information on the
- ] ~

whole family and ' : <

d
- .

(a)

0y

arrange for parents to\return for several interviews in order to

clarify their understand ng'andwto'come to terms with their feelings;

(b) help the parents to make contact wjith-parents of chiildren with
980y, and — .

1 : v

e~

ensute that some single person has/jpsponsibility for coordinating

(c) .

contacts with profe851onals and others (Mlttler, 1979; Spain and
v—_--‘T—' A
Wigley, 1975; Warnock, 1978) .

\ . ' ' BN




: CHAPTER  FIVE -

PARENTS' VIEWS- ON THEIR GUIDANCE NEEDS '

: . IR —_ . 5
, _ : . . ¢ .
& I would go to courses if they were relevant and specific to my child., 9 )
Lt N . o 4 ¢ . ' ‘
5.1 Self Care R - : : R .

The parents were questloned regardmg their desire to know more about ways of.

> A J
helping the:Lr children leam .the:self-care skills of feed:mg, toileting,
r] 3 . * 4 N *
dressing and_ washmg.. From Table 18, it can be _sten that 25.5 per cent of the |
-, . « [
parents wanted guidance in three or four of these areas and another 38.9 per . i
cent in one or two areas, while the remaining 35. éper cent felt no need for o
1
o
guldance in any of the areas. ‘Although there were some variations in this
\ .
N dlstrlbutlon on the various independept variables, none of them were statisti-
cally significa'nt. .
-~ |
. |
. TABLE 18 1 -PAREN‘I‘S‘ WISHES TO KNCW MORE ABOUT HELPING THEIR CHIIDREN . |
. LEARN SELF CARL SKILLS ' ) . .
. .
Independent Yes for Yes for No for B Total
. - variable 3 or 4 areas 1 or 2 areas all areas : : i
’ h 4 N 4 - “N ;, N Y
. ) A1 fmuies‘ ¢ 38 25.8 L] 38.9 53 35.6 149 100.0 Q
. . . A}
X < .
¢
. Tandicap - ., / N
- ¢ Inteslectual - 16 28.1 20 35.1 21 36.8 57 100.0
. . Physical 10 19,2 2 42.3 20 38.54 52 100.0 .
.o ’ Maltdi- | s  33.3 1 45.7 3. 2.0 . 15 100.0 . ’ AN
. Othex 7 28.0 s 360 9 2.0 25 100.0
N ‘%% = 3.20, 6af, ws N '
" : ’ E v J .. )
Rosidence ‘ ?
/ Panilton 16 410 13 333 10 256 <39 100.0
« Waikato 10 19.2 18 34.6 24 46.2 52 100.0 ’
‘ Auckland J12 20,7 27 46.6. 19 328 S8 100.0
. x? o 9.21, %de, ¥s A . ) y
. L - L. -
A Y i . N
2 ‘ : e ¢ . L ! ‘
. . <48 months 13 2.7 27 45.0 20 33.3 60 100.0 .
. . . >48 »onths 25 28.1 3, 3.8 - 33 371 89" 100.0 ., .
- ‘%% m .67, 24f, ¥S . . ~ . '
. . ’ o
ve Socioecononic -
status . . ’
High 25 30.5 4 415 23 28,0 . 82 200.0
g , Low 13 19.4 24 35.8 0 f4.8 67 100.0
‘ x%w 498, 242, ¥S . i
) ) ) » '
. ™
' Family size o .
) 1 or 2 chn, 21 2.6 35 39.3 3 373 89 100.0
3 or wore chn. 17 28.3 23 3.3 20 333 €0 100.0 i
x¥a 0.47,-2 df, N8 : . . \ '
. s IS ,,‘ [y
\)‘ - R @ -

o .
L~ V ’ » ’ *
. :
. .
. ’

. ) . ' : . ‘34 ., ‘ . 7 )
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Table 18A shows that the pencentage of parents who wanted to know more about
helping their children in the particular self care areas ranged from 43, .6 per
cent for- feeding to 26.5_pbr cent for washing. The figuresin"l‘able 18A~held up
across all of the independent variables except in the-case of"dressing where a
shigher proportion of high socioeconomic status parents (45.1 per cent) than of
lower soc1oe<onomic status parents (23.1 per cent) wanted to knm mor§, aboug
hOW to help their children (X = 7,71, 1 daf, p<.0l).

TABLE 18A ¢ PARENTS' WISHES T© &Now MORE ABOUT HELPING 'I;HEIR CHILDREN .
LEARN FEEDING, 'IO)};ETING AND-DRESSING SKILI.S .

¢ - ) Y A > LI
W, 1
Yes No Total
. . NI A '
: " self Caxe Area N ;. ‘N s N )
\ . Al \
\ Feeding . 65 43.6° 84 56.4 149 100.0
N . L)
_Toileting 58 39.5 g . 60.5 147 100.0 ¢ .
Dressing 52 3.4 + 95 64.6 . 147 100.0°
[ * -
. Cleanliness & v, . .
Grooming 39 - 26.5 108 | 73.5 147 '\ 100.0 -
. . . L

. .
- M ~
° - N

Of the 100 parents who had received some guidance in helping their children leam”

self care skills, I8 per cent had found .it to be helpful, 13 per cefit hagl -

. assigned it a neutr Lvalue and 9 per cent a neg'attve value (Table 19).
proportion of the Auokland parents, compared with those “from Hamilton and
. Waikato, ried guidance and found it to be helpful.

\

The proportion of parents who felt they wanted to know more about helpiny their
children learn the various self care skills was rather higher than Shat repbrted
by Wilkin (1979) in his’ survey of famllies 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 's"l Cs
families who actually had children with feeding difficylties wanted more help.
These differences can probably be 2ccounted for by the fact ‘that whereas in

the current investigation the parents were asked if they wanted .guidance,
Wilkins asked his parents about theit needs for further gtacticai’essistance.

No other study that has addressed this issue in a manner comparable to this one
could be found in the literature. ‘

.y

Lo
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TABLY, 19 " PARENTS' VIIWS OF VALUE Ol‘ GUIDI\NCE IN llLLPlNG TIILIR CHILDPWN
. LEARN SELF CARE SKILLS .
.,
Tried guidance . :
Independent Felt no need Helpful . Neutrail/ No guidance Tot ¢l
yaz‘iuble * df gui ddncd® value negative would have
. < . value liked gome .
+ Y 4 N £. N % N % N t
. m . \ p
. U ¢ .. . \
e s A
> All funilies ‘27 18.4 78 sgﬁa 22 15.0 20 13.6. 147 100.0
o ) \31 , ,:
AR T ' ‘ P
' . ¢ -
Handicap ¢ .
, 1Intellcciual ”11  19.3 27 47.4 | 8 ' 11 10,3 57 100.0
« Physical 10 19.6° 29 56.9 6 =11.8 6 11.8 51 100.0
Multi- 2 13.3 00 1 6.7 0 0.0 15 - 100.0
Other 4 16.7 41,7 7 29.2 3 12.5 24 100.0 )
x? < 11.20, 9 af, . _ .
Al
’, Residence : , . : *
* Hamilton 10 25.6 19 48.7 4 10.3 6 15.4 39  100.0 .
3 Waikato 14 28.0 20 40.0 9 18.0 7 14.0 50 100.0
Auckland 3 82 39 67.% 9° 15.5 L1 12,1 - S8 100.0
Yoo #P e 1009, 6 af, (<05 ’ )
o 3 ¢ o
0 z N - -
A ’ ! F
Age .
¢ 248 montns ©12, 20.3° 34 §7.6 10 17.0 . 3 51 5 100.0
>48¢months 15" 170 .44 S50.0 12 13.6° 17 19.3 88 100.0
2 . . o
, X“= 6,11, 3af, NS ‘ . .
B /l s
S i . . . ‘:I \
ocloecononic ® >
status ’ . .
High _ . 15 18,3 *. 43 52,47 14 17.0 10 4,12 2 82  100.0
Low ) 12 18.5 35" '55.8 8 12,3 10 | 15.4 ;es 100.0
) - x*a 0.84, 34f, NS B ; > .
LY ’
s . .
- . hd
~ .Family size . ‘ * 5t I :
PR 1 or 2 chne 15 17.0 48 545,17 19.3 .1 88  700,0
3 or nore chn. 12 20.3 0 ‘s0.8 5 8.5 12 20.3 59 |, 100.0 ( .
* 3
¢ : x2- ¢.36, 3 df, NS . -
. P . ~
< e 1g.6% neutral and 6.1t negative value, ¢ :
', [ ' - .
* e 1] .
5.2 Language . ) y K
» . . “'

2

Table 19 shows that near) y two-thirds of the parents (62.3 pen cent) ‘expressed.

the w1sh to know more about how to help ‘their children's language deve&opnent -

a figure lower for parents in <he Auckland area (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 Waat more guidance than parents of chlldren who were able to put

two or more words together, the differences failed to achieVe statisticval .
significance (X = 2.50, 1 df).
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ThuiL 20 + PARENTS' VUISHFS TQ KNOW MORE ABOUT HELPING THEIR CHILDRENS'
~ LANGUAGF DEVLLOPMENT

JIndepgndent Wish to hnow ? No wish to know
vaviable - . more more

All families'

Intcllectual 1 28 1 1 10c.0°
Physical -25 . 100.0
Multi- ' 11 . . 100, 0
Other 14 . 3. . . 100.0

x° - 6.41, 34f, Ns

=)

Pesidonce

Hami¥ton 27
Vaiklito 37
Audfland . L2

¥ 2 13.09, 2 af, p<.0l

Age
<48 months 34
>48 nonths 57

Xgﬂ 0.56, 14f, NS

}
Socioeconomic .

status "‘4&‘
High . 52 65.8
low . 39 58.2

2 -
= 0,90, 14df, NS

Fawily size
1l or 2 chn. ?
3 or more chn;

x?. 0.18, 14f,

Stage_of Lanamuage
vOcahsc.,/singlt words 47
Puts 2 or rmore words ~ o,

. together N T 44

X?' = 2.50, 1 df, NS

.
®

. . .
.

5.3 Behaviour Méﬁ%gement

-
0 -

E
Table 21 shows that just over half of the parents (54.4 per cent) expreSsed the

- w15h for guldance in managing their children's behav1our, with a significantly

hlgherxpropdrtlon of 'other handicaps’ (80.5 per cent) and parents living in
Hamilton (71 1 per cent) expressinq such a need. ) o

-
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TABLE 21 ' : PARENTS' WISHES FOR GUIDANCE IN MANAGING THEIR CHILDRENS ' BEHAVICUR
L - .
Independent _aYes . No Total
variable -
" . N Y N Y N v
3
Q c
o ALl families 80 S4.4, 67 45.6 147 100.0
, .
Handica '(
. Jandicap
A Intellectual 28  48.3 3 $51.7 58  100.0
pPhysical 24 49.0 .25 §1.0 49 100.0
Multi- 7 §0.0 7 50.0 . 14  100.9
Other 21 80.8a 5 19.2 26 100.0
%% « 8.86, 3 af, ‘p<05 »
- Y
. ¢ Re&idence -
Hamilton « 27 " 71.1 11 29.0 38 100.0
Wa iketo \f\\\\ 27 54.0 23 46.0 50 200.0 .
Auckland ‘ 26 44.1 33  55.9 59 100.0 ,
rl - - . ¢
- %X 6.79, 2 df. p<.05
A
Age |
<438 months * 27 4744 . 30 2.6 571  100.0
v 48 ronths 53  58.9 : 37 411 e0  100.0
T x*= 1.87, 14f, Ns . )
* Sociocconomic .
status ¥
High . 47 §7.3 35 42,7 . 82 100.0
- Low 33  §50.8 32 49.2 ) 65 100.0
3
- x>« 0.63, 14f, NS
Fanmily size N . v
1l or 2 chn. 52 59.1 36 40.9 . R 88 100.0
. - 3 ok wore chn, 8 47.§ . N s2.8 59 \100.0 ,
%a +1.93, 19f, NS 2 ? T -

Notwithstanding the finding‘that about half sf the parents wanted guidance,
dnlx_20.6‘per cent of them rated their child's behaviour as "not easy" or
"very difficult" to manage (Table 22) -'figure that comparable to Hewett, -
. JNewson and.Newson's (1970) find&ng that 90 per cent of the parents in their
sample rated their, children as belng happy most of the time, and Bayley's
P ) (1973) finding that 92.8 per cent of his sample of subnormal children 11v1ng "
‘ at home were rated as havinq no or s}%ght behaviour problems. Although no_
. separaté analysis was cgrfied out for the small number of Down's.Syhd;omg
chi}dren included in tLe present study, it is intéresting to note that Carr

(1975) found that parents of Doﬁn‘s Syndrome children tended to rate them as

- QEtting into more migchief than most chlldren, compared with parents
;,[: i%:« ’ ratings of & normal control group. "
P v -
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TAKLY 27 ¢ PRRENTS' VIELS ON FASE OF MANNGTNG THEIR CHYIDIENS! BEBAVICUR .

-

———— -

/ .
Independent Easy, « Easy, with Hotl easy/ Total
variable unqualified rescrvations  V, difficult

’ A
N v N Y T ow v

M1 families . . 146 100.0

Hdnd1rnn
lntelloctuul 30
Physical 28

Multi- : // 7

Other 6

ﬁi—a io.0s, ¢ af,

_, -
Residence
Hanklton 18 47.4
¥aikato 24 48.0

Muckland 29 50.0

X2 = 0.59, 4 df, Ns

» =
AQQ

L
<48 honths 0 54.6
248 ronths 41 45,1 .

? xzn 3.37, 2 4f, NS

§¥g}ooconomic
eStatus

Wigh 42 -51.9
Lw . 29 44.6

sz: 0.79, 2 df, NS

Panily cize
lor 2 chn. 40 45.6

3 or more chy. 31 836
2 .
X e 3$\, 2 df, Ws
- -

. - |- 4

cust over ore-dquarter (L€.¢ gc: cent of the parents said that they had ectually.
-received sone—guidance in managing their children's behaviour — a proportion that
was significantly higher)for parents df children under the age of 48 months ;
(Table 23). Of those whe had received guidance, about twe—thirds considered that
there was a positive ohtcone( 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 bedtjme tantrums and her attempts to follow a psychologist's’
advice, she_commented that "it was hard to enforce the 1nstructlons because of her
strength, ana the sheer endurance demanded of parents." Such comments raise the

———

issue of the adequacy of’profe\yionalssuperv181on of management programmes they
\‘ ’

[ERJ!:LSG parents. to undertake. . , .

Ce s ) ‘ | 23.

-




s

-gu1dance in managing their children's behaviour, but

@ »

Ancother quaxter of the sample (2.1.7 per cent) 1ud1¢afed they had not recelved

would have liked some. .

Hqgever, not all‘of this group felt tha+ they were, not coping cor were inadequate.

&

Sorme expressed the neea for au&@ance because they felt there was always- some- °

thirno mcre they pnuld*learn, while sorme were anticipating the possibility'of

future pren.ams woon the ¢hild Pecures e mi. e, Oor star.s t- interact with
more wec.le

4 @

PAPENTS' W1TWS OF VALUE OF GU[DANCE JN MAMAGING THEIR
CHILDEYNSG' BLHAVIOUR

, TABLE 23

—— p—

Recejved help o :
Unclear/ No help
Positive negative would have MNo need of
outcome * outcomel ljked some help
N L 3 N % N N LY

Independent
variable

No problen

All families 26 1 17.3 9.3

”

14 48.7 150 100.0

Handicap*
Intellcectual
Physical
Multi-

_ Other

2

X = 9 daf,

, z@
19.
20.3
NS

9.54, .

Residence

Hamilton 4

Waikato .10

Auckland 12
2 6 daf,

X = 6.67,

hge
~~ <48 months 4
248 months = 22

XJH 10.14,

6.8 62.1
23.9 40.2

3 df, P<.02 - ) '

58
92

10a.0
100.0

~

Socioecononic . . -
So=nccononic
status %

High
Low

19 22.6 -~ 8

10.¢ 6

3df, Ns

.
[

15 16.7 11
11 z18.3 3

‘3 af, Ns

Family sizc
s1o0r 2 chn, .,
3 or wore chn,

2
X o 2.27,

12.2
5.0 16

N\

16.0\ unclear outcome, 3.3% negative outcewe. ‘e

’

. X .
Parents* reports on what they d?ﬂsiBEred to be the wnst effective means uf

controlling their children's behgglour gave the-highest ranking to praise

(48. 0 per cent), with 20.6 per cent being unwilling.to commit themselves because
_their strategles depended on the situation (Table 24).
" either, by

»

Physical punispment,
,itself or in association with explanations, was favoured by 1170 per

o
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cent - a.somewhat lower proportion than glght be expected from Hewett, Newscn

and Newson's (1970) flndlng that 33 per cent of tge mothers of a sample of

spastlc chlldren reported that they never or almost never smacked their handi-
capped children, When questioned about their approach to rewarding approprlate
beha icurs, social reiltorcevs alone were favoured ir - ratio'of two to gne,

over strategles that i- -lpded ta. yib.e reintercers (Table 25).

1

TABLE 24 : PARENTS! VIEWS ON THE MOST FFFECTIVE MEANS OF BEHAVIOURAL CONTROL

Type of control ’ /’ / N L]
. —_—
Praise , . 35 48.0
Dcpems on situation 15 20.6.
Physical punishment / explanation + smacking 8 11.0
praise ¥ rewards / rewards 6 8.2
Ignorinq / time out / isolation 5 6.9
' Explanations \ 3 4.1
Deprivation of ptivileges r 1.4
. -
, ° Total 73 160.0
. - A3
, 1197980 data only. . ‘
’ k ) ] 2
e TARLE ™25 3T  PARENTS' VIEWS ON REWAP.DING APPROPRIATE P.LHI\VIUURS IN TyEIR
. CHILDREN
v - . . ‘
- * Type of reward 2 N y C
.
"% ~ .
. Social reinforcefs. only " 96 65.7
. 'Tangible ./ Tangible + social ~ . 49 "33.6 .
Rever rewards . 1 0.7
Total - 146  100.0

)
— .
5.4 Play Activities'

»

One—th}rd of\the pareﬁts expressed”a definite interest in knowing more about
,play activftleé for their children, compared with one-sixth who had a little

interest in’thls area .and half who had no 1nterest (Table 26). The paren;s
llving in the Auckland area were 81gnif1cantly less interested in learnlng more
1

about play than those living in Hamilton and Watkato. No comparable analysis

Iy

could be found in the research literature.

o

o R ; ‘
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TABLY,, 26 : PARCNTS' WISHES TO KNOW MORE ABOUT PLAY ACTIVITIES FOR \
THEIR CHILDRKLN
Independent Definite Little or some HNo Total )
variable interest interest interest 4
— ‘
(N ) N ) N ) N v
. o ) ALl families 51 34.2 24 16.1 N4 49.7 149  100.0 ’
, -
Handaicap
Intellectual - - ---22 379 ———3I+—1970-— 25 431 58 100.0
. 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 §0.0 3 12.§ 9 37.5 24 100.0
x% = 6.67, 6d4f, Ns i .
A v .
Residence
. Hamilton 22 §7.9° 7 18.4 9 23.7 38 100.0
. vaikato 22 43.1 7 13.7 22 43.1 51 100. 0
hucklanpd . 7?7 11.7 10 16.7 43 71.7 60  100.0
%2 - 28.09, 4 df, p<.001
- Age
<48 months 21 35.0 9 15.0, 0 50.0 © 60 100.0
249 months 30 33.7 15  16.9 44 49.4 83  100.0 -
‘ 4 ' x%= 0.10, 2 df, NS
" {2
Socioecconomic ~
Hign 29 35.4 15 18.3 4 38 46.3 - 82 100.0
Tow . 22 32.8 9 13.4 3% 53.7 67  i00.0
Xz = 1.02, 2 d4f, NS (‘
. ¢ \\
.]Z ~=:7‘ .
Fanily size o
1or’ 2 cin. . 32 36.0 1 12.4 46 51.7 89 100.0
3 or more chn. 19 31.7 1> 21,7 28 46.7 60 100.0
2
X = 2,30, 2df, NS I3 .
. < B
] ' ' ‘
! R * : » .‘ » e .
o3 - " . - N ] R
v °m .55 Parents' Reactions to Attending Parent Training Courses J'-»r‘ i’ .
.

. - -

The parents were asked how they would feel about attendina tfaingﬁé courses or,
"groups that were run for parents of children like their own. Of/the 151 -
v 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 negapive {Table 27). ' \h’ , .

4
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TALLL 27 t+  MOTHERS' REACTIONS TO ATTENDING l\‘I\RF.'NT TRAINING COURSES
Independent *Very Positive with Unsure/ : Total
vat iable positive reservation’ Negativel
N ) N ) N ) N L °
ALl families . 93* 61.6 43 28.5 15 9.9 151 100,06
Bandicap * ’
- Intellectual =~ 36° 62.1 -~ 15 "2859 7 7% 121 58 100.0
Physical ., 32 61.5 14 26.9 6 3’1.6 - 52 100. 0
Fulei- .8  §3.3 7 46.7 o 0.0 15 3p0.0
Other 17 65.4 7 *26.9 2 7.8 26 300.0
%% o 4.20, 6 af, NS
Residerice ' v ’
Runilton 30 76.9 9 23.1 . 0 0.0 39 100.0 . ”
Woikato 31 53.6 16 30.8 s, 9.7 52 300.0 . *
.+ Auckland 32 §3.3 18 30.0 10 16.7 €0’ 100.0 .
x* = 9.35, 4af, Ns - .
;
El N A
Age .
<48 months 38  63.3 18 30.0 4 6.6 60 100.7 .
. 248 months 55 60.4 25  27.5 11 12.1 91  100.0
x*= 1.20, 2af, ws i . b
% ' ¢ s
“focioeconomic
¢ - Status : '
High 51 60.7 , 26 31.0 7 8.4 84 700.0
“YTow 427 62,7 17 5.4 8 12.0 67  100.0
. ; in 0.92, 2 df, Ns
Fanily size i : -
1l ox 2 chn. 60 66.7 24 26.7 6 6.6 90  100.0
3 or more, chn. 33 54.1 19 31.2 9 14.8 -~ 61 1¢0,0 .
. 2 - s - Ay
X“e 3.58, zdf, NS .
. - . o m - [ B
. , 14.6\ wnsure and 5.3% negative , . .
’ : kS ‘.- ¢ . RS - ‘.‘\ N
: . . . — 7 % - \';. .

Ahe distribution was markedly diffexent for the 91:fathers;,%he*cgmparable
findings being 45.1, 37.4 and.17.6 per.cent, respectxvel& JTable 28), with
fathers living in the Hamilton area being markedly. - mope p051tive in their

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

; Waikato . " ’

—
- °
[S s “
. «
. .

‘“The only comparable study agalnst 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’
sgnewhat less pesitine attitude than-was found 1n the present sample. A more

E[{L(}ct ihdication of parents’ willingness to participate in training programmes
o i o ‘e
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can be found in early interver.xtieon studies.

35,

v

In one such study, Mitchell,

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

infaxﬁ%’who were given the opportunity to participate in an individualised

parent training programme, 15 accepted, although two subsequently transferred

to another programme,

Several familles travelled more than 100 kilometres each

way every two or three weeks to part:Lc:Lpate in the programme.

.
-

¢

. f )
. - TABLE 28 +  FATHERS' REACTIONS TO ATTENDING PAREND TRAINING COURSES
’ >
. Tndcpendent Very ° Positive with Urcsure/ Total
varjable positive : reservation Negative -
) R SRS Y N Y N % Nt ‘
¢ kS r
. .
P11 fanilics T 41 451, 34 37.¢ 16 17.64 91  200.0 »
. 5 °
Imdieen . -
Tntellectual 15 41,7, 15 41,7 6 16,7 36 100.¢ N
~ rhysical 15 §3.6 s 2.4 7 28,0 28 100.0
Kulti- 4 3.4 7 63.6 o 0.0 1 900 °
Other 7 43.8 6 57.5 3 16.8 16' 100.0 \
)(2 e 7.69, 6 df, NS < , *
N " \
. Residence ’ ~
Hamilton 21 72.4 6 20.7 2 7.0 29 106.0
waikato 11 36~ . V] 40.0 7 23.3 30 100.0
Auckland 9 28.F L6 50.0 7 21.8 32 100.0 .
= %%« 13.69, 4 df, p<.0l ' .
had ' ] ' . \ . -
Age .
<48 monthe 19 46.3 37 418 5 12,2 41 100.0
>48 months 52 ¢4.0 17 «34.0 = n 220 50 100,0
’ x% = 1.60, 2 df, ‘NS
- - . h .
. . « N . N
~ .. -8 I) . » -
SocYoecononic, 2 o .
statns o N . . . - -
High Y 27 47.4 22 38.6 8 14.1 57 109.0 ey
1ow N 14 <1.2- 12 36,3 8 23.5 © 34 100.0 ¥
@ . ? ‘ . '
: x’= ".34, 2 df, NS . . ot
Y ,
\\ s - e L .
e ces SRR . )
Fordly size - » ‘ ‘- .
‘J’“&sr"}: chn,, .29 827 7 309 9 16,4 5% 102,0
3 or rore cha. 12 7 33.3 17 47.8 7 144 ¥ % 100.0 .
. . R ’ ’
X".—. 3.48, 2 df, NS =
. L LY
. - " - hd -——— . -~ - " ——-—u—‘--—
) . A z »
11,08 unsure and 6.G% neqative - —

The main reservations about attending courses centred on: two main themes.

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

because of shift work, several because they 1ived in rutal areas, some because

they 1acked., transport, and one because of their commitment to the rest of the
(We ’t'ry to be balanced., 102).

fami}y
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Secondly, sorﬁe parents were skeptical about the value of courses ¢ as can be

seen from these comments: ’ . k

-

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

What are they'going to teach me? ° I don 't think I have a problem. ALl .
the pushing and prodding hasn't affected —+ He goes at his own pace. .
* YOu can't speed him up, Help is marvellous, but #e hasn't developed any .-

faster! (139). . .

Peycholbgists'etc. don't seem to regqlise how hard it is to apply their
suggestions. (079),

Several paz:ents said that the}&lould only attend courses if they could be
assxired‘that }hey were relevant ‘and specif:}‘c to their child's needs, implying

that their impressions: of 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 move. I want other
people to do it., (124). ¢ e .

When you are coping with sheer survival ;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 Famillarity with Your Child Is Different .

When the"secondh 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 accomp‘anying; book]:et {Mitchell, 1979) of the same title free to
any person who requested it. 1In ordér to test out the extent to which material

+ « - of direct relevance to the survey sample had been disseminated and/or taken up e

3 , PY the parents; the second phase questionnaire included items on this material, Lt
~ A

From Table 29 it can be seen that half of the parents had 'read the/booklet; a . ’
' - . . . )

proportion that was consistert across the various independent-variables,

4
‘o ' . *
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- THABLE 29 :, mfzsms' READING OF BOOKLKT, 'YOUR CHILD 1S vn'n-:m:m"l ’
. LS
j" -
Independent | . Read Did not read Total
variable boaklet hooklet
N s N 3 [
. : 4
. . - 7
Al families r42 49.4 437 50.¢8 85 100.0
B WY
~ AY
Handicap ; R
Intellectual 17 54.8 14 4502 31 160.0 "
Physical 10 33.3 .20 6.7 30 100. 0
Multi- 8 80.0 2 20.0 10 j00.0
Other e 7 <€50.0 7 50.0 14 100. 0 .
x2 o 7.21, 34af, Ns : ,
e S : .
. -
Residence A - R
Hamilton 3w 25.0 9 75,0 12 00.0 -
s Waikato 7539 6 46.2 13 /;oo.o
kland 2 833 28 46.7 60 300.0
(Y f N 3.33, 2 df, ®NS . ] . :
. .
: | Age ‘ ’ . :
* . ‘ <6 mole: o 20 -58.8 14 412 34 100.0
’ ’ . >48 Tonth : 22 43.F 29 56.D . 51 100,0
. . %2 n 2.00, 1af, Ns « ,
o , N )
Socjoeconomic * -
i ‘ status /- o -
e High , . 25 82,3 - 21 45,7 46 100.0
- . Low . 17 43.6 22 66.¢4 -39 100. 0
2 . * .
X“= 0.98, 1la NS - ,
r lags'ws - . N
A @( .
i .
Family size . ,
. 1 or 2 ¢hn. 27 §0.9 26 49.1 53 100. ¢
3 or more chn. . 15, 42.9 17 53.1 - 32 700. 0
! x%a 0,13, 1af, s © °
- -
- ‘ - -
N 11979780 data only. I <
' S 1 .

A lower proportion of the sample had listéxied to the radio seriés, 'Your Child
is Different' than had read t‘he‘?ooklet (35.3 per_ &t, compared with 49.4 per
cent). Significant differences were tecorded in the proportion of parents who

T * listened to the éeries,— with a highér proportion of parents of multi~handicapped
: - angedt ;_;arents of smaller, families reporting that they had done so ‘(-Table~30) .
a s 3 ’ <

\) | » ‘ ) . . : ) a .
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- TABLE 30 . PARENTS™ LISTENING TO RADIO SERIES, 'YOUR CHILD 1s DIE‘l'P‘.Iu:N‘l"l
- - Indcpondent Listenmed to pid not listen Tolal .')
variable series to series R \
’ » N * % N 3 N 'S
N1 families 30 35.3 55 64.7 85  100.0
T - ' .
Handicap )
., Tnte) loctual -« 10 32.3 21 6707 31 g00:0 .
- rhysical 7 23.3 23 76.7 ) 30 300.0 .
. : Multi- 8 80.0 . 2 20.0. 10 3000
i Ia . Ot.her/ 5 35.7 9 64.3 14 100.0 ' .
. ~%? « 10.76, 3 df, Pp<.02 ' . e
) . Co
X Residcnce, L. . . . .
Hamalton 37 25.0 9 75.0 12 790. :
Waxkato 6 46-2 7 f‘3.9 : 3 100.0 ‘0
— Auckland 21  35.0 39 65.0 60 < 700.0 P
’ x2 . 1.23, 2 af, WS
< * 3
¥ - 17 I A
. 2 . » . .
Age : .
<48 months 13 .38.2 21 61.8 34 3100.0 ) ,
48 months 17 33.38 , 34 66,7 . Sl 1p0.0 . & @
v?w Q21, laf, WS ' o e
- d - ' P , . [
. , Socioeconomic : - Py .
statas ”» R N
Figh 20 43.5 % 5.5 s % 100.0 . ’
. 10 25.6 20 74.4 " 39 . .
Low >4 % 100.0 %
x*. 2.94, 1af, NS _
N N4
— : e . .
a , N ? .
Family size ® . . . !
T or - clm. 23 43.4 30 56.6 53 100.0 L
. 3 or mre cha, 1,219 5 78.1 32 7100.0 . o
x. 4.05, ) af, p<0s . .. . o
) . /- < .
A
- - . . - ¢ .
- L)
379-80 data only. N .
- - - ‘i ~.
! < ‘ * : »
5.7 Recommendations L . .
N~ N a” .
: : t ) e
Based on the above findings, it is recommended: . ¢S
. .t
1, That parent training programmes should be made readily available to ; ; * s
- parents. of handicapped children (Attwood, 1977; Bitter, 1963; Cunninglifam,.
1975; Hoinby, 19801 Jackson and Terdal, 1978; Mittler, 1979; Parker and , ,°
-
- Mitchell, 1980), , ~ / s !
. . .. sef "
8 . »
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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 concermed wi%h meeting the needs of individual familles, as well .,
* * as covering general issues;

v

! (d),* recognise parents' rights to refuse.to participate; “

.- ' (e] be dérected by professionals who are skilled at working with parents,
as well as with handicapped children;

(f) have a home-based compon&nt to ensure adequate transfer of concepts;

(Q) include consideration of such areas as language :skills, behaviour
. management, feedlng, toiletlng, dressing and play, in approximately
' " that order.
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out months later you could or shoyld have had something - a piece of
L S equipment, bome aid, or ideas about how to help your child learn to do
' something you thought he would find impossible because of his handwap\
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 mamﬂiage.

6.1 Overview .

— R R &
' _The parents were quest:Loned 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 cMe seen that these contacts extended from

~

. just over half of the sample who had used the services of psychologists.and
. 'y
visiting therapists (59.3 and 55.3 per cent, respectively), to-one-~fifth or

fewer who had had contact with hospital social Workers and district nurses

- k]

. (20.0 and 15.3 per‘ cent, respectively). .
S . e . )

»f ) ‘TABLE 31 :+  EXTENT TO WHICH PARENTS KNOW OF AND HAVE USED VARIOQUS "
L PK)FESSIONS 3 SUMMARY
. : Yy

. T T

Sexrvice v pid )chow of o Did not . Total ’
Lo Have Have not know of . '
used used ’

. ‘ . ., N . % N % N % N s

28.0 150 100.0
36.0 150 100.0, . ..
45.3 .150 100.0° ~ .
¢3.3 150 100.0 -
41.3 . 150 100.0 °

19
13
13
17
25

A

) Psychologists R :
A Visiting therapists 83

)

wuumuoooap

~

.. Speech therapists 69
“ . ‘Hearing assessment 68
Physiotherapists » 63

Orthotists 40 36 49.38 150 100.0

Hospital social wdrkers 30 23 64.7 150 100.0
. -District nurses 23 29 65.3 150 IQQ Q.-
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lPaurent fyere not questioned about all.of the professional groups with whom they -
came l&o contact; for example - the medical profes}nn was not focused on in
this question. ‘

. . N . . . N . 4

- In terms of the proportion of gspondents who rated the professionals as 'very

ot heIptul' visiting therapists, with 67.9 per cent in this category, stood out R
(‘I’able 32). 'I'hey\were followed by speech thera is.ts and medical specialists

p . (excl@ng,péec}iatricians) ' both of which had fightly more than ‘50 per cent of *
‘ thp responderits rating them as very heipful ) ‘Then followed a group of profe;— PR A

’,' EMC sions comprising Crippled Children Society field officers (44 0 per Cent),
) . I * 49 ’

'

! - v . . x b )
b= \ o L
: e : CHAPTER SIX: . y
. ® . - 5 . ) ) ’ - "‘Q . >/
. : PARENTS ' FAMILIARITY .AND SATISFACTJON WITH SERVICES , .
. u:o . ) ' . « i ' ,
_/\\ - If I'd known what to ask for < you don't know what's available. You find
\
\




50c1ety for the ‘Intellectually Handicapped social workers (40 8 per cent) and

. ]

paediatricians (37.3 per ocent).

42,

The two groups achieving; the lowest propoxtion

N

of 'very helpfu" ratings were psychologlsts ({5 9 per cent) and hosprtal

social workers (23.5 per cent). f
. '3
AY
TABLE 32 FARENTS® RATINGS OF HLCLPFULNESS OF VARIOUS PROFESSIONAL GrouLs?
professionals , Very Some Notq Not Total R
: helpful ~ help sure helpful bs
. . N \ Nt N N iy N i
- <
Visiting
therapists 5? 67.9 18 21.4 5 6.0 4 4.8 84 100.0
. : " 3 » . ‘
> Mcdical 2.4 . .
specialists” ' 24 54.5 11 25.0 3 6.8 6 13.6 44 100.0
Speech therapists 38 54.3 16 22.9 7 10.0 9 12.9 70 100.0 ¢
Ccs Ficld .
officers 37 44,0 29 34.5 3 3.6 15 17.9 84 100.0
Family doctors? 28 42.4 17 25,8 8 121 13 19.7 66 100.0
. Plunket Nurses 15~ 41.7 6 6.7 5 139 10 27.8 36 100.0
N . L
» @« ,  SIH Soblal . © . " ‘ . .
Workers - 29 40.8 .~ 20 28.2° 9 12.7 13 18.3 71 100.0
Horker: 20, .
... Pacdiatricians’ 28 3.3 18-24,0 20 267, 9 1207 100.0°
. 'I .
~ ‘t§ cﬁolo&lats 2% 3.9 is 2Lz Q2 g4l 33 36.8 85  100.0. :
- P » . A A
7 bt Hosplté”l socral .5 | % ’ \
: workers ° % ' 8 <285 . 8 23;5? 9 , 8.5 9 2.5 34 100.0

major exceptions being paed1atr1c1ans W

'very helpful' category but seé&ond “in

>

Q

ERIC enap

Aruitoxt provided by Eic:

*

*

v

SR e
ER v?"—d‘:

2

3Includes :

brief cont?cr.s.

1979-80 data only.

’

g

Bxclud,}nq paediat rxcians .

-
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has already been noted as'being valued by
apter ?our), while'Cunningham and Slope

1mnor dx.,crcpancies” occur betmzen dar.a i r.hisn and prevmu&ar.ablc because not all
+  parents who said they uséd a service rated ir.s helpfulness.

.
IR

&

T

°

varied from professional 3o professioqal, nor. sure, neutral, only

were rated eighth in terms of the

not helpful' category, and plunket

practical advice-and frequent contacts in CoR

.

n.

,The former

& parents in this

rankings have

of these pointg

sample (see

-

LY

(1977} have presented data in support

“




.
Y

N

. of the latter.

’»

‘The subsequent sections of this chapﬁg;/Will discuss the results pertaining to

each brpfessional group in more detail. . _
o .

)

. (’ 6.2 Psychological Services

Psycholoéical Services had been used by three out of every five families
(Table 33), with one in eight knowing of such s€xvices but not having used them
\\\épd just over one-quarter notfknbwing of their existence. This patterﬁ was
generally true irrespective of the child's handicag, place of residence anh
family size. There were 51gn1f1cant trends, however, for older rdther than\
QL‘younger children to hhve been seen by psychologlsts (X = 26,01, 2d4f, p<,001)
and for higher rather than lgwer sédloeconomlc status families to have had such
contacts (X2 = 5.32, 2df, p<.05). Of those children who had been seen by
psychologists, just j:der half (47.1 per- cent) had fouhd the contacts helpful,
aﬁe—quarter were uns

e, and one-quarter rated them as being not helpful
(Table 32). '

1 - ° i I
The finding that,59.3 per cent of the sample had seen a psyeH/{ogist is consist=’
ent with Hallinan's (1978) figure Qf 53.2 per cent, but considerably higher ,than

_in Kirklapd's (1981) éurvé§ of the pyrénts éf‘113 New Zealand deaf children in
which only 30 per cent had been seen by a psychologistﬂand in Chazan's (1979)

.U. K. sampling of 145 parents with handlcaﬁped children under the age of five

_ years. — - ’ \\,

~
1

Only 35.0 per cent of the families with children'under the age of four years had
had contact with a psychologist, a figure that was sémewhat lower than the.
44.2 per cent of Hallinan's (1978) sample whose initial contact with a

[

. - s 4 . L3N
psychologist was when their child was under four. ¢

w

2 N .

With just under half of the families finding their éontacts with g;ydhologists
héigful, the parents in this study showed a similar éattern to Hallinan's (1978)
parents, 53.9 per cent of whom rated psychblogists as “very helpful.' or of

'some value'. Higher levels of satisfaction were expressed~by a samplé'of

AL i )
1

1 ‘ '

All three of thesecresearchers reported that they mavaell have underestimated ¢
the number of families who had had contacts with psychologists since the

parents are nopt always syre of the profe38133§ of all the people they had seen -

in connection with their child or because the parents may not have alWa¥§~been
informed that their child had been seen. This poirt is recognised ‘as a possible
source of distortion in the data in the present study =~ not only with respect

.to psychologists.

i 8

v

\




a4, o \
\ j-\ B D\ d —

parents in the Hamilton centre of the Education Department's Psychological
Service (Hills and Turmer, 1981). 1In this study, 71 per cent of the parents
expressed themselves as satigfied 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 PARINTS KNOW OF AND HAVE USED PSYCHOLOGICAL
SERVICES My -
Independent Did know of ) Did not Total
‘ « Variable llave used Have not used know of
N .} © N v N L) R S
. ¢
All families 89 59.3 19 18.7 42 28.0 150 700.0
&
)landlcap ¢
llxtgllcc(LaI 36 61.0 6 10.2 17 28.8 59 100.0
N Physicdnl 27 519 7 135 18 34.6 52 700.0
. MulLi- 9 60.0 3 20.0 3 2.0 15 700.0
Other .17 70.8 3 - 72.5 4 16.7 24 100.0
%2 & 4227, 6 af, .
' b4
kovidenco . .
Har) 1ton 21, 53.9 4 10,3 14 35.9 39 100.0
Waikato 33 l 64.7 3 5.8 15 29.4 51 700.0
*puckland 35 58, 3" 12 20.0 13 217 60  100.0
x> . 6.80, 44f, NS ’ ) . .
'.“ - > .
: 4
Age .
. <48 months 21 35.0 10 16.7 29 48.3 60  100.0
* >48 nonths 68 75.6 9 10.0- 13 14.4 90 700.0
I . X2 = 26,01, 2 df, p<.001
Sl Socioccononic
status »
. itigh 57 68.7 8 9.6 18 - 21.7 83 100.0
Low 32 47.8 11 16.4, . 24 35.8 67 100.¢
x2 n 6.72, 2 d4df, p<.05°
/\ ’ .
FPamily size \ *
1 or 2 chn. 50 55.6 l6 17.8 24 26.7 90 100.0
. o« 3 or more chn. 39 65.0 3 S50 18 30.0 60 100, .
. . ]
¢ x2a 5.32, 2 af, N : :
. . .
~, . N
r,
6.3 MeZIcal Contacts in general
' 4 N

In the first phase of the study, parentg were asked about their general level

of‘satisfaction ﬁith medical contacts. Of the 67 respondents to th;g question,

. one-guarter expressed themselves as very satisfied, anothe%“guatter as fairly
N eatisfied ‘one~third as unsure (on grounds that included variations among

F l(:ofessionals), and the remaining-one~sixth as not satisfied. Statistically
5y

T~
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significant differen¢es in ‘the distribution in this variable were recorded for

place of residence, with parents in Hamilton tepding to be more equivocal or
negative in their evaluations of medical sedvices than those in the smaller
towns and rural afeas of Waikato. When the 11 respondents who were unable to
form an opinion because of variations from professional to professional are
excluded fr¥m 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 medlcal professlon was comparable to Pulman's (1979(a)) finding that 64 0
per cent of ‘the parentg 1h her sample had found the medical services for their
child since blrth to be either satisfactory or very satisfactory (although only
27 per cent 1nd1cated that ‘they were slmllarly satisfied with doctors' adv1ce
at the time of*the child's Plrth). The present results are comparable, too, to
Hewett, Newson ant Newson's, K (1970) finding that 56 per cent of their sample had
found their family doctors to be helpﬁul and to Fox's (1574) aua 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

"pdrents of spina bifida children, 78.7 per cent ratedethe assessuents of their

general practitioners as very or fairly helpful.

.

~ If this latter finding is excluded, it would seem that the medical profession

hag & '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 ﬂ

s

From Table 34, it can be seen, that V1s1ting Theraplsts (see Barnett (1980) for

a' description of the1r roles) had' .been used by 55.3 per cent of the families,

A S
' \
7

w1th another 8,7 per cent know1ng 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 hamdicap, families with physically or multi-handicapped children

- & - kN
making greater use of the service than those with the other two categories‘if

'handicap. Although/there was a te#deney forunckland‘parents to have used the

service more than parents in the:other two locations and for families with

children over the age of four yea¥s to have used i;‘more than those with
7/

children under four, these differences were statistically not significant.

. A —
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ThIsLE 34 : PXTLNT TO WHICH PARENTS KNOW OF ZiD HAVE USED V1S JITING AN *
’ THLIAVY SERVICF: ; J - . .
- ——— — e .
N Indopa neient ) Did know of . pid not . Fodl ‘ TN -
variable Have used Have not v ed know. of T ) /
N v "N v ! ‘N * e m s .
| * - . - S T
All families 83 55.3 13 8.7 . 54 36.0 150 300.0
P . )
. 7 .
. Yandican,, . * "
Intcllectual 20 339 7 11.9 ‘32 5{2‘ 9 100.0 .
N Physical - 41 78.8 3 5.8 ., 8 5.4 52 1000 - .
Hulti- . 11 73.3 1 6.7 3 2.9 ., 15 qc0.0 R
Other . 11 45.8 2 8.3 11 45.8 24 100.6
v X? a 25.94, 6C af, p<.001 4 L e
' - . .
o~ - ¢ 1)
Reaidence ’ s
Hanilton 16 41,8 4 10.3- 19 43.7 8 100.0
warkatlo 27 Ss2. 3 5.9 21 4.2 51 3p0:0
Auck) and 40 66.7 6 10.0 , 14 23.3 60  100.0
. i
]
' x2'= 8.39, 4 df, " NS N . L ; . 9
R
' 7 e .
Aqo - i [y
243 months - 40 66.7 3 85,0 17 28.3 60 100.0
>43 ronths 43 _472.8 10 ¥ 11.1 37 41.1 90 100.0 .
- - -
X? = 5.51, 2 df, NS . ’ .
s ” .
A} —~
J Socisecdnomc ) v - ) '\
v slatun . Cos s -\ ..
High 44 +53.0 -8 9.6 31 37,2 63 - "
Low o . 39 58,2 © 5 7.8 23 34.3 67 ~ -
' X2= 0.48, 2 df, NS ~ . . “~
s .
‘ il . -
. @ ) Ve {
. Family <izec, .
. 1 or 7 chn. 6 6.7, 31 3.4 90 y .
3 or more chn, 7 11.7 23 38.2 . 60 . -
' . -« ~ .
I'd . )(2 - :\\701 - - ) .
. ) E . N . e
» ¢ [ e L .
- - - .

21.4 per cent of some help.

_/‘/ * N
A .

6.5 Physiotherapy ‘Services | : g . R
. . .‘ - ] E .
Phys:.otherapy semces had been used by 42 0 per cent of the total sample, while -\ ) w
anotner 16 7 per cent know of. the exlstéence of such services but had not avalled o

themselves of them (Table 35)%, Thls pattern differed significantly accord,ing t%
handicap, with fam111es of phys:.cally hangicqsped and multl—handicapped children
availing themselxIes of phys:.otherapy services ‘more than tHe other two categories, .

]: [C-kland families and families with chlldren under the age of 48 mohﬂ;}s had used , ‘)
) ) ’6/ N i

-
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“ b}
o the seruices more than thoqe from other centies or those® with ulder handicapped
- 2
- cnildren raspectively. . N .
»* @ . @» .
N 4
¢ ‘__ ) TADLE 35 H HXTLH’;‘ TO WHICH PARLNTS KNOW OF MPND HAVE USED — . . . * . .
PHYSTOTHERM A SPRVICES ' .
/oo N - S
P : N ot -
A . ql)dcpond( nt; ) - Did know of Did not . Total -
. variakgle Have- usqd’ Haye not used Jrow of . S
° - . v
. . \ ) N s 1 N L S N v N v
1 i . ~~
- ? . * . N " , ¥
P A1 fagilyes 63 42.0 o o25 96,7 62 41.3 150 100.0
f \ - .
. ~ .
. L3
Hendican . . .
) Intellcotual | 14 23,7 11 18.6 - 38 " s7.¢ 59 100.0
. ' Physical . 34 65.4 . 7 13.5 11 21,2 52 150, 0
’ T Kulti- 7 46,7 2 133 6 40.0 15 3co0.0 -
Other : 8 33.3 s 20.8 11 45.8 24 L1000
M -
. - x2 . 21.81, 6 af, p<.0l . P .
+ AY .
! — - . -
. ry }4.“ .', A ] - 3 . »’
. Pm-)do-\c-- ° . .
LA * Hamlton . . 12 30.8 8 20.5 . 19 48,7 39 100.0
. ) . Varkato o 15 29.4 7137 29 6.9 51 700.0
Ahuchland N % 60.0 0 16.7 14 23.9 60 j00.0
. ’
- x% e 16.53, 4df, pe.0) :
- + N N \ ’
M T~
' 4 * ) €
* - ]\(J(?_ . B .
<i8 menths 3% 58.3 . 8§ 13.3 , 17, 28.3 60 1006
. . - ¢ 48 months w8 31,1 17 18.9 45" 50.0 90 700.0 y
. ®’= 1.1, 24f, peol . . . . ,
. _l'
- \ a -——
- , v
= .. Secancronomag B
. - siatus _ ~ - . . )
.. ihgh 38 45.8 ‘13 15,7 32 33.6 83 1000 .
C © Low : 25 373 ¢ 12 17,8 . 30 44.86 _ 61 100.¢
. o . v -
. : 4 x?a 1.0#FN\z2ar, xS . J
t - s B 4 .
SN P . .
“ ‘ . .- . -,
' Family size . A - .
. lot 2chn., =~ . 38 ¢2.2 14 15.6 38 422 90 100.0 e
3 or more clm, ~ 25 417 1 8.3 . 24 0.0 60 200,0
. : - x?u. u.2), 2 df, NS \ *
- ’ . - o
.- - T ; - ' : N ©
* 7 t « .
. ———r— « . L.
y _ . . P
6.6 Hearing Assessment Services ' . Do . .
EIE ‘ . &, 4

Just over half of- the famll:Les knew of thg existence of ’hearing aSsessment
s, services with four oud: of flve of those who know of them havimg used thexwt
. some stage (Table 36) There was no significant difference with:Ln thé sample

accordling to any of the independent variables.
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- TARLE 36 EXTENT 70 WHICH: PAFLNTS Kivtad OF AND HAVE USED lihaRING
N ASSEESMENT SLRVICES
Independent Dyd know of Did not Total
: variable Bave uscd Have not used ¥nou of
1Y +
N z N .} N ) N N
L O ¥ Y
ALl fandlies 68 45.3 17 11.3 €5 43.3 150 100.0
\ ¢ ,
L/ - -
hand_:__r_m °
Intellicetual 25 42.4 6 10.2 28 47.5 59 100.0
Physical 20 $8.5 7 13.5 25  48.1 52 700.0
Kulta- B 53.3 1 6.7 6 40.0 % 100.0
Other ‘= 15 62.5 3 12,5 ’ 6 25.0 24 150.0
x? = 5.42, 6df, ms
e N
Residence .
Hamilton 16 41.0 4 10.3 J9  48.7 39 700.0
vaikato 20 39.2 3 59 28 54,9 51 700.0
>> Auckland . 32 5.3 10 167 16 36.0~ 60 700.0
. %% a 861, 44df, b5 .
’ ° hage R
' 2%5 months 25 417 5 .3 30 50.0 60 100.0
’ >48 months 13 47.8 12 13.3 35 38.9 90 100.0
- N
: %2 = 2.12, 2 af, NS
” a - J—
Soci¢ qs»CO'\O Vlc
tlatus
High 3% 43. 8 9.6 39 47.0 83 700.0
Low 32 478 9 13.4 26 38.9 67  100.0
: x*= 120, 2af, nc?
A} P3 .
[ " T
, A
Pamily e . , & v
. 1or 2 chn 45  50.0 10 711.1 35  38.8 90  100.0 f
. 3 or rore cln. 23 - 28.3 7 117 0 50.0 60 100.0 .
2 i .
X"« 2.12, 2 4f, HS ) \
4 -
\ N v, .
Ll -
> .
6.7 Speech Therapy Services 14
. From Table 37, it can be seen that speech therapy services had been used by

just under half of the familles (46.0 per cent) with nearly one in 'ten (8.7 per

cent) knowing of the1r ex1stence but not using them. This pattern of use (or

access) is 51m11ar to Kirkland's findlng that 52 per cent of her sample of

deaf children were rece1v1ng speech therapy.‘

\

The pattern of use was broadly

v

true with respect to each of the 1ndependent variables, except- for age when 4

there was a SLgniflcant tendency for oldervchildren to have had assistance

~ (X2 = 9,04, 2 df, p<.02). Speech therapists received positive ratings from the
EE o arents, ‘with 77.2° per cent df them findlng them very helpful or of/6ome help
‘gmmsam lable 32). \ ke

. ob . L :




o .
EXTENT 40O WHICH PAKENTS KNOW OF AND HAVE USED SPEECH THEFAPY
SEKRVICES N
N .

A .
Tndependent Fid know of pid not
variable Have uscd Have not used . know of

. s
v - -

T N ‘ N % N A

L

N

" M1 Lamilics

an(h_«:an

Intcllecty 91 21 . 35.
‘Physical 24 46.
Multi- . ‘9 60.0
Other 15 62,
. . X2 e 7.34, 6 df, NS

Residence |

Harulton < 16
Vaikato 19
Auekliand’ 34

X2= 4.75, 4 d4f,

~ N .
Age . KA ,
*c48 months, o 19 - . 8, , 60 100.0
>48 wonths 50 55 s .9 90 100.¢
- A
x> = 9.04, 7 df,
* *

N J

v a
e .
Sociocconoric
&ﬁ\.u.) - . g
Righe ' . T 40 48 . 31 44 83 100.0
“Low, o2y . . . 67  100.0

X2= 0.66, 2 d4f,

r

3

- -

£ »

°i‘e—xmi'1y fize | .

Torzom. ¢ 43 '47.8 9 : 90 1007
-3 or more chn., 26 43.3 -3 . 8. €0 100.,0

in. 0.37, 2 0f, NS

6,8 'Hospital Sacial WOrker Services

-

-

Only a very small proportion of the parents 'had used hospital soci,al workers
and, of those W did, less than half rated them as being vexy helpful or of
some help (see Table 32). These dow ratlngs are consistept with those reported”'
1n .other studies (Bayley, 1973; Fox, 1974; HeWett Newson and Newson, 1970, -
Wilkin, 1979). Fox (1974) , for' example, dest:ribed "social workers as "the
profession nc‘:gzody understands", pointing out that eveh among parents who weré in’
client relationships,®thére was a strong sensé of ‘unc'ertainty about the aims

and motlves of the professional social worker. Bayiey (1573) th;ught that
social workers were often'put into impossible situations of not/@eing in a
position to offer families -the help they needed in the day---td9 day, care of the




disabled child.

.

[ON
§

.

In their comments on services for'the intellectually hand:Lcapped

in the North Canterbury Hospital region, Somerville, Barnett and Malcolm (1976)

£3
have pointed out that socia’l workers have varying amounts of training and hence

. offer services with varying amounts of expertise.
pocial workers are often involved too‘ late :
work intervention finally occurs, the’ feelings of rejection towards the intel-

lectually handicapped member an8 maladaptatlon to the situation is firmly
established.. '

~——= contact with soé‘ial workers was very small (in itself," a possible cause for
. concern), and they were not’ closely questioned Qn the reasons for their evalua-
tion, the above comments may help put the f:Lnd:Lngs in cont@ext

is clearly requlred in this area.., T

»~

ERIC

Aruitoxt provided by Eic:

(p.72).

.

o

\
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They suggest, too, that e

"On many occasions when social

'

y

.

.

L

YABIL 38 s, FXTENT L0 WHICH FARENTS KNOW OF mw HAVE USED DISTRICT L.
. NURSING SCHEME R .

— { e e
Independent * Did know of ‘  Did not fotal
variable Have uscd Bave not used Anow ol

) B 1) N ) N L N v
A1l families 23  15.8 29 19.3 98 ~ 65.3 150  700.0
, :
Handic o - . < -
Interls ctual 8 13.6 13 22.0 38 64.4 59 100.0 -
Physical 9 17.3 9 17.3 34 65.4 ¢52  100.0
lulta= 2 13.3 4 26.7 ¢ 60.0 15 10¢.0
Other ' Lo 4 16.7 3 12.8 17 70.8 24 100.0
x* = 1.82, 6af, N5 . . i
. i . - —
Fd .
.
residence r~ ¢ . p
)Ll_'—ul‘ton cL,1 1840 6 15.4 26 66,7 39 L 700, 0
Wairato ‘9 47,7 10 19.6 '312 62,8 51 100.0
hucklanl 7 1LZ. 13 21.7 40 66.7 60 100.0
° A ]
x2 = l.44, 4 df, NS ’ .
. ®
hge
<43 wonths n 18.3 12 20.0 37 €17 60 100.0
>48 nonths 12 13.3 ' a7 18.9 61 67.8 30  100.
%2 0.82, 2 df, NS . ; ;
R R
S_o_c_g?_o_conomic s
Tr;':?;:,““" . 12 14.5 S 2.7 ° 53 63.9 83  700.0
Tow 11 16.4 11 16.4 45  67.2 67 100. 0
X’ = 0.69, 24f, NS
* >}
Family five . ’ . . ¢ )
9 or 7 cim. n o 12.2 17 169 ¢ 62 © 68.9 90 Jggg
3 or wore chu, 1z 20.0 12 20.0 :%6 60.0 60 700,
. . .
¥ . 1.88, 2 df, NS

While the proportion of the total sample in the present study who had had

<

s

“

o

Further regsearch /
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6.9 District Nursi ngﬁchegg

@

~ L] Y

Table 38 shows the pattern of use of the District.Nursing Scheme. The o{rerall

..pattern of 15,3 per cent. of .the fami?l.ies having used the service, 19.3 per cent ’
kgﬁ&q‘ g-_of‘ its existence but not having used }.t and §_53 per cent not knowing )
B®pout it did not vary sign.ificantly across the various indepefident variables. 1/
‘ . b R I . | /
6.10 Orthotic Services . R )
ra "~ . :

°

From Table 39 it can be seen that orthotic services had been used by approxi-
L} 4 i

nxa.fely one-quarter of the families, while anof::her one~-quarter knew éo‘ut‘.them

-

but had not used them. Half of the sd;nple did not know.of them. As might be
expected, this pattérﬁ' varied significantly according to the child's handicap,

. ' [
TABLYS 38 't EATENT TO WHICH PARENTS KNOW OF AND WAVE USED
Ol MIOTIC SBRVICES

Independort Did hnow of - Did

Total

variable Have uscd Havé not usced . [
{ N v N N N .
' *
L . - ’
M1 Lamilies | 40 26,7 . 6 24.0 74  49.3 150 100.0
o
v ¥ —
; e .
Nancicap
Intcllectual | | S 8.6 17 28.8 37 62.7 59 wp0.0 .
. Physical . 25 48.1 9 ‘17--3 1§ 34.6 52 100,90
Mti-. ©7 46,7 5 33.3 3200 - 15 3400 ’
Othe 3 12.5 s 'go.8 16 66.7 24 7000 -
2 - . .
' X« 31.00, 6 gf, p<.00l . .. .
. . . Mg,
: Residence ’ ‘
Hara X ton 13+ 33.3 4 10.3 ‘22 | 56.4 39 700.0
Waikato o 12 23.5 7 13.7 32 62.8 81 700.0 ’
Muckland . 15 25.0 25 41,7 20 33.3 60  100.0
2 ¢ -
¥ = 19.39, 4 df,' p<.001
W
hge
<48 months 15 25.0 . 16 26.7 29 + 48.3 60  100.0 .
248 montrs 25 27.8 . 20 22.2 45 50.0 90 J00.0
2 o
X = 0,42, 2 df, NS .
: Socioccononic ™ . . -
% sty TN \ : . .
. Haigh 28 33.7 XJ 27,77 32 38.¢ 83 109, 'JJ
Tow 12 17.8 13 158.4 . 42 62,7 67 100, 0 .
Xz a 8,92, 2 d4f, p<.02
¥ ‘ N
Fomilv sire .
- lor 2 chn, ° 25 27.¢8 21 23.3 44 48.9 90 100,90
3 or nore chn. 15 258.0 15 25.0 30 $0.0 60 1.(7().0
2
X e 0,15, 2 df, NS '
. ., ~
— i . ,

L]
not ‘ R
hnow of - .

N p——, N
7,
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with prearly half of the parents of physically and multiply handicapped children

reporting they had used orthotic services. Slgnlficant variations occurred for

"~ vlace of re51dence, ylth families in Auckland tending to be more aware of the

\

avallablllty'bf 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 mqre likely to havé used the services than those

3 + . ‘ ,

of low socioeconomic status. . .

”

.

6.11 Other Services ’

Data on the parents' knowlédge and use of a,range of services to which they
raght normally expect to have access are summarised in Table 40. Separate
analyses were carried out according to the independent varlables referred to in

oth.r sections of this report and these w1ll be described where appropyiate.

»

. # TABLE 40 : EXTINT TO WHICH RARENTS KNOW OF AND HAVE USLD VARIOUS SERVICES

‘7 »
; - = -
’ f ° . Did know of Did not Total.
Have used , Have no£ used know of
Service ) a N s N % N s N %
) tome relief scheme 45 30.0 83 35.3 52 34.7 150 100.0
. Home aid services/housework 14 9.3 36 24.4 . 100 66.7 150 106.0
. . - ¥ .
o " babys 1q;1ng 4 4.4 - .14 15.6 72 80.0 90 100.0
) J Mapkin services “16* 10.7 34 22,7 100 66.7 150 .102.0
: Social welfare bencfits " 87 58.0 « 22 14,7 41 27.3 150 100.0
% - .
Toy Libraries v . 6% 44.% 47 3%.3 36 24.0 150 100.0 ’
J/Extramural Hospital wheelchairs 34 22, % «, 30 20.0 86 §7.3 150 100.0
s _ : N
' L4 £ Q‘ 55
1Hamilton‘and Waikato parents only - o -5 i .
. ‘v ' )

A home relief scheme,l in &hicﬁwpérenés can be relievéq of the responsibility
for caring for their seyerely gisabled child for up to four weeks eac? year, had
been USedrby around one-third of the respondents; another one-third knew of
their entitlements but ha#d not taken édvgntage of them, while the remaining one- .
third did not know of the scheme. A significantly different pgttern was

2 A - f
-

lOtherwise known as Aid to+¢Families Caring for a Disabled Child, a provision of’
the Disabled Persoms Community Welfare Act (1975), administered by the )
Department of Social Welfare.

Qo . | . N
EMC . Yo »

s ° (3{)
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7/ » ) d .
recorded across handicaps, with parents of intellectually and multi-handicapped ~

. . \‘ .
children being more aware of and having used the scheme more than parents of | /Tb

the children in the other two categories. Age of child also made a difference, -

.4

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) a

3 . 4 i

Home aid with housework of'babysitting 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 prov1ded, many parents focussed on their,wish

for ready access to practical relief in areas such as babysittifg, some clearly ) ‘7
. being unaware of what access they had.to such assistance:, )(
‘i\

[
a -

There should be a hostel during the Christmas pemod avazlable' for short ..
stages, espectally for a vouple of hours. (083). S . }\
There should be a local babysitting service - small short breaks." (099).

We need babysitters for normal children when' the handﬂéapped chzld has to
visit hospital. (105).

n occaszgyalﬂperson to mind them one day a week. (131). s LT

1
)

Napkin services in which'parents_can arrange for napkins to be laundered weéte

v

" known to one-third of the parents, but had been used by only dne-third of that |,

gifup This pattern showed a geographic difference,’ w1th parents in Hamilton Tt
and Waikato’ being genera%}y more familiar with the servmce. °
F
Py

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—quarte;g‘of the sample (72,7 per cent).
Parents of intellectually and. multi—handicapped chjildren wer® more familiar .
with and had takenimore advantage of such benefitg than parents of the other
two categories of handicap. Families in Auckland | ere much more aware of

their entitlements than those in ﬁamilton and Waikato, with 81.7 per cent,

43, 6 per cent and 41.6 per cent, respectively, haviny 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 Wadikato families were
surveyed in 1978, prior to the implementation of the Hdndicapped Child's
Allowance. TFor a survey of the historical development\and current use of such
benefits, see a paper by Baird, (1981). Notwithstanding“the. zab. dings,
several parentg commented that they were unaware of or un.-<eyto obfain ready ,

‘access to information regarding their entitlemePts tq bénefits:
{

We néed some ayenue to present to parents, as df right, &Ll services,
benefits, ete. that are available afd tho to coutact. (§76). .

-




"31.3 per cent knew Bf them but Had not used them.

54,

/

# I don't know enough akout Wikt I can get.

(111)
We need a socza% welfare booklet on whagt Benefits are available. (117).
Everythzng i8 there. The biggest prob- 18 being put in touch with it -

(129). -

yOnce ve found out what was avazlable we were staggered.
help, but could have had some from the start. (137),

.
\\(
. o

oy libraries had been used by 44.7 per cent of the families, while another

and being aware that it is there.

We got so much

This pattern varied accordlng
to the child's handlcap, with famllles of physically and multi-handicapped
chlldren hav1ng used them more ‘than the. families of the.other two categorlee.
,Dlace of re51dence, too, influenced the pattern of use of toy libraries.
‘lthough a hlgher proportion of the Auckland- families knew of the existence of
such l-bravles (88.3 per cdnt) than.those in Hamilton and Waikato (66 7 and

68, per cent, respectlvely), comparatlvely few of the Auckland families

.
~

actually ased them (35.0 ‘per cent).
! . .

Extramurél hospitabiyheelchair ser;ices had been used by 22. 7 pef;cent of tﬁe
nhlles, while another 20.0 per cent knew of theinp existence.

this pattern differed accordlng to category of handlcap, with physically

handlcapped and multi-handicapped (30.8 per cent and 46.7 per cent, respectively)

having the higheet level of use. Place of residencetglso had an pffect, Auckland

€

families (36.7 per cent) ly than those

having used the services.mtore:freque

in Hamltdn (10.3.per cent) .and Waikato (13.7 per cent).

6.12 'Recommendat ions

‘v

-

On the bagis of the data outllned in thls chapter, the following

"

recommendatlons are put forward

1. That psfchologists should increéee the letel of their’involvement with
the familfes\qf young children with special needs, especially in the

light of the emerging thrust towards early intervention‘programmes for
such children (Chazan,’l979; Mitchell, Parker and Ward, 198l; Warnock,

1978).

5 (. » <
2. . ' That hospital social workers and psychologists should closely examine ~

_tbe.quality of their services to families of children wvith special needs
* ,in order to ascertain reasons for the relatively lew levels of satis~

. 5
faction with these professions expressed by parents.

4

Not surprisingly,
., .

°




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, in the light of '

. ”
the high levels of satisfaction with these servicesexpressed by parents.

That local'commumities should develop ways of providing parents of young
children with special needs witli short-term relief in such areas as

babysitting’ or in such practical tasks as housekeeping, whére this

s

assistance is not already readily available.
.. - '

That the Social Welfare Department, in association with' dther statutory

and voluntary agenc1es, provide parents and relevant professionals Wlth

regularlyup~dated lists of the mandatory and discretionary benefits

available to families ®f disabled children‘(Grant, 1981; Hallinan, 1978) .
. i . l




The justifiqation for, and the effects of 1ntegrat1ng, or 'mainstreaming' dis-

~ . O &
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& PARENTS' PREFéRENCES Fﬁﬁ SCHOOL SETTINGS
. *
. Y o N .. ¢ .
We want-him to zmtate children’ better than himself, but we don't want N

" him ill- treated by normal kzds. S(111)

‘ N %

K

abled children 1nto regular school env1ronments has emerged as one of the .

dominan!>1ssues in special éducdation during the past decade (Mitchell l981(a),
N T . ’

1981 (b)) . . s, _ .

o w AR - > !

In the course ©of the present survey, the parents were asked what preferences
ey had.for their- child s educatioﬂal setting. From Table 41, it can be seen

e

that the majority of .parents favoureé s@ttings in which there were maximum ' /
%Handicapped children, eitﬁer

opportuniﬁies for their children to mix Jgth nch
in a special class or in a un;t attached‘to a regular school (61 3 per cent) or
in a regular classgwithin a regular schéol with access to sqme specialist help
(14.0 per cent). Only,one in 81x«af Ehe arents (14.2 per cent) favoured a
segregated special "school placement, while one in ten were uncertain.

P -
. 4 . :

This general pattern varied‘according to the type of handicsap, with parents of = -
1ntellectually and multi—handicapped children favouring special school placement
(20 3 per cent at 33.3 per cent, respectively), compared with only 5.9 per cent ~
and 8.0 per cent,of‘the'parents of physically and 'other' handicapped children.
' L . . . - L {

- ‘. = 5=
Place of residence also made a difference to,the pattexn of choices, Auckland
parents being more emphatic in their wish to have their ‘child placed‘inwsone -
form of integrated school setting (83.0 per cent) compared with the Hamilton

parents.(74.4 per cent) and the Waikato parents (67.3 per cent).
*

Age of child revealed differences‘gn the parents' choice of school setting,

with 87 9 per cent of the parents of the under-four group wanting their children

to be placed in 1ntegrated settings when they reached school age, compared with
- L

67.4 per cent of the parents of the over~four group. Whether these results
reflect the two groups' diffexential experience of school settings or a real
shift in the attitudes of parents of disah&ed children towards the issue of
integration is a qgestion that is’beyond the scope of the present study.

~
4 T
- ;3

Overall, these results provide some empirical support for the policy of the
New Zealand Society.for the Intellectually Handicapped (1979) to the effect

L] N -

that: o ' Co.

, | B b4 .
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As.far as possible, the intellectually handicapped child hould be
included in .normal school provisions, so that each child can attend the

-

local school along with the’r non-handicapped peers.. (p.19).

~

TARLE 41

)

A

\ ]

o

PARENTS' PRRFLRENCES FOR SCHOOL SETTINGS FOR THEIR CHILDREM

\

" —~Recommendation ‘-

On the basis of the present study and on one reborted‘elsewhere {(Mitchell,

-

. 1981(b)) it'is recommended:

O

ERIC

Aruitoxt provided by Eic:

That educational

,

p9licy-makers take due account of the high degree of
support that parents of young children with Special needs have for the
notion of their children being educated in r

1

é

egular school settings,

55

\

Indcpendent Special Integrated~ ' Hormal Uncertai Total
variable school school School/other [)

: N 1 N L] N % N L n 1Y
ALY families 22 14,7 92 61.3 21 14.0 15 10.0 150 100.0
Handicap - ’ .

Intelleniual 12 20.3 36 6.0 4. 6.8 7 11.8 597 100.0
. 7 Physical w 3 5.9 35 66.6 11 21.6 2 3.9 51 300.0
MolLi- - 5 333 8 §3.3 1 6.7 1 6.7 15 j00.0
ther ¢ 2 ‘8.0 | 13 52.0 5 20.0 5 2Q.0 2?5 700.0
. x2 = 10.51, 9 df, p<.05 o
— e
Residence i . .
Hamilton 5 12.8 26 66.7 3 7.7 5 12.8 39 700.0
wajkato 10 19.2 32 61.5 3 5.8 7 13.8 52 100.0
Avekland 7 11.8 34 576 15 25.% 3, 5.1 59 100.¢
X% a 12.94, 6 df, pe<.05 ‘ .
. ' Lg
hge . ' . '
<48 month 4 6.9 41 70.7 10 17.2 3 5.2 56 100 0
248 wmonths 18 19.6 5'1‘ 55.4 11 12,0 12 13.0 92 100.0
. - X'w 86, 3df, paos
Sociocconoric ‘
tatus
High 13 15.9 51 62.2 9 11,0 - 9 11.0 82, 100.9
Low 9 2.2 41 60.3 12 17.8 . 6 8.8 68 100.0
Xz = J).55, 3 df, NS [4 °
Facddy size
1l oxr 2 ¢hn. 12 12.§ 56 62.3 14 15.7 7 7.8 8y 102.0
3or more cln. 10 16.¢ 36 59.0 %7 11.5 8 43 6 3100, 0,
x2e 1.76, 3 df, NS t
f
\

/
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' SUMMARY AND CONCLUSIONS .

e

This chapter provides a brief summary of the principal results of the survey, ai \
N . well as outlining the Pmdtations of the study and bringing together some of the )
common threads that appear in the findings. Th% recdmmendations based upon the

quantitative and qualitative data of this and other relevant studies are

k]

-t

U .o
ey .

- -
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r__8.l Summary of Ma_jor Findings , ‘ \\

The principal findings of the study are arranged under theﬂc":hapj headings

- " gummarised, ;\‘ p .

.used. %n 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 o%her categories of

~'handicap (Table 10).

Ve

B

Medical specialists such as obstetricians and paediatrici\ns are thé principal
professions involved in informing parents, with €9 per cent of the sample

- . - \
reporting-they had been first told by such professionals (Table 11).
' = 3

Both parents had been told togeth?r in just under half of tt\le cases {(Table 12),
but of the parents who had been told alone, the bulk (62.9 per cent) would have
. . R rd . .

preferred being told together (Table 13). )

-
.

?

Parents' needs for 8upport.' The major unmet need experierced by the parents

was for information, nearly three in five indicating this (Table 14). Over two- /
thirds of the familles felt no need for coungelling for reactions and feelings \
and, co'rrespond:.ngly, only one in five felt they had insufficient support
(Table 16)., Nearly two-thirds of the parents had met other parents of children

" with special needs and,.of the remainder, most would like to (Table 17).

- [y . - b

. © ¥
Parents' views on their guidance needs. One in four qf\;he' parents wished. to |

know more about helping their children learn self care ekills in two or more of
the areas of toileting, feeding, dressing and washing (Table 18). Of thg parents
who had been given guidaix"lce in these areas, three in four had found it helpful _
(Table 19). Help with feding and toileting was wanted by four in ten families
EKC (Tables 20 and 21), while just over one in three wanted assistance in helping ™

- a

wll Toxt Provided by ERIC ~ .
. '
- .
-
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their children learn dressing skills (Table 22), particularly tRose in the
higher socioeconomic status qroup.‘“Nearly two-thirds of the parelMts wanted to
know more aboug’helplng their children 8 language develcpment, this proportion
Sing 51gn1f1cantly lower in tfe Auckland area (Table 20). Parents' knowledge
\

ways of helping thelr children' s language devel;;gﬁat was not significantly

related to the&r chlldren s stage of language deve nt. -

While just over half of ,the parent# wanted more guidance in managing their
: chLZdren 8 behavzour (Table 21), only one-fifth thought that their children's
behaV1our was not easy' or was 'dlf?lcult' to manage {Table 22). Oéatybse )
s

who had received help in this area, two-thirds felt that there were itive

outcomes to the guidance (Table 23).
. _n‘ st . ' v
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 bdsis of residence; with Auckland parents being notably,

uninteresged (Table 26), &

~ . . ‘ ) , .
Very positive attitudes towards parent training courges 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

* 38B). Half of the sample surveyed in 1979-80 had read the booklet, Your Chzld
18 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 qf the probortion of parents who found their
services '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 chi}dren over the age of ébut and for high socio-
‘economic families to have been seen by psychologists (Table 33).

Visiting'thérqpy gervices had been used by just over half of the families, with
significantly higher proportions of those with physically or 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
Q therapists. There was a significant tendency for parents of younger children

ERIC

-to have used physiotherapy services more than parents of older children(Tab1e35)
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Just under half of the sample had used hearing assessment and ‘'speech therapy

A\

services (Tables 36 and 37).-.In the latter case, there was a statistically

51gnif1cant dlfference between younger and older children, a higher proportion

- ©

of the latter rece1v1ng such services.

The district nursing scheme had been used by around 15 per cent of the famllles,
witle around 65 per cent did not know about such services (Table 3eb

Orthotic services had been used by approximately one-quarter of the families,
but there were significant variations according to handicap (more ﬁﬁeéﬁby
- (

families of physically and nultiply handicapped children),'residence (Hamilton

» 4 -
and Waikato parents were less aware of such services "than those in Auckland) °
.oy u .
and socioéconomic status (lowep/status families were less aware of the services

°

than higher status families) /(Table 39). \ :

~ ?

4 -

e . - - - 8

>

The home relief scheme had been used by three in ten of the families (Tahle 40);
w1th a tendency for parents of intellectually handlcapped and multiply handi-
capped to avail themselves of the scheme more than the parents of the other
categories of handicap. Parents of o%der children had used the scheme more .$#
than parents of younger children. ' : | Kr$*\

-

Ten per cent or fewer of the families had used napkin services or home aid
services to help with housework or babysitting (Table 40). The vast bulk of

the families.were unaware of their entitlements in these areas.

Soctal welfare benefite were known and used by six in ten of the familf%s,

(Table 40) the proportionm being higher for parénts of 1ntellectually and

multi-handicapped childreh. Significant differences in the use of ben 1ts

were noted accordiné to.place of residence, with the rate of usage amorng

Auckland ﬁarents being almost twice.as high as in Hamilten and Waikato, )

L4 . -

-

1

Toy Zibraries had Heen used by 45 per cent of the families (Table 40), although
those w1Ep 1ntgllectually handicapped ch11dren and those from Auckland were

significantly lower. . -, >

8 - , )

Extrammwal hospital wheelchair serv&ges had been used by just ovey one 1n flve
of the families' (Table 40), with Auckland famllles availing themselve@?of this

@

serv1ce more than those in the other two areas. Th usage rates were,sig~ .
nificantly higher for physlcally dﬁd multlply hand1cappea chfﬁdren - ‘
» AN
" ‘A\ e
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«of decisions that could be made elsewhere -in New Zealand. ’

x i /
- & 62- - .
' .
- . ' . %
Parents' preferences for school settings. Parents' opinidhs, on what school

settinés they wanted for their children showed a clear, p;eferenee.fdr inke~

gration, with three-quarters of the sample favouring full integration or place-

ment in a special unit integtated into a regular school (Table 41).. This'was I\

particularly the case among parents:of physically handicapped children, younger
childyen and those living in Aucklan% ¢

8.2 Limitations of the Study

.
I3 3 .
. - - -

Althoudh 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 vielded a fair measure of consensus,
the variations in the pattern of results make it imperative that each family be
viewed ds a social entity with unique needs and perception§€ 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 the subjects for
the study. Thirdly, ,although the 152 families Surveyed ‘provide a good data ,
. basg for many of the variables, it must be remembered that in their appraisal
‘of professional groups or particular serv1ces, the parents were commenting in
some cases on quite small nunbers of proféssionals 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 intewviews. in pa¥ticular the heavy relianceqplaced on

| .

se reports and Qn\the re¢all of events.which may span several years, must be

s~

. reg gnised as potential sources of distortion. )

- »
. @

3 -
* ' . . N

otwithstanding'these limitations, Qib is arxgued that the study provides an " &

adequate data base on which sexvice delivery deciSiOns could be based with

ome confidence for the geographic areas surveyed and is strongly suggestive

P 0 4 ¢ . >~
( ' . " N - *
. .

. .
- .

-

8.3 Summary and Recommendations X N l. .

The recommendations presented n this repoft are grouped under four main
‘ = . . A e

headings. ~ , . Cos . A

. -




¥
Informing parents
W

»

Given the concerns expressed by many parents regarding the way in which

professionals 1nformed them about their child's handicap, it 1s

A & .. 3
recommended- <

N

\ ' -t TN
(a) That the training programmes of the various professions likely to

>

‘be involved in informing parents of the predbdce of.handicapping ‘
conditions in their children include significant components of

relevance to this aspect of their work. In partiéular, there

w

» should be reference to recent advances in the medical, educational
and community provisions for handicdpped children and .to the need
for sensitivity in interactions with the parents’ of handicapped

children. -

3
.

That since the medical profession bears the main responsibility for

informing parents of théin child's handicap, the above recommenda-

]

tion be accepted as a high priofity by thbse responsible for
designing medical education courses at both the under- and post=-
graduate levels, and that 1nd1v1dual profe551onals accept the1r~‘
personal respon51b111ty for becomlng better informed and more

N

~sli.led in this area (Chapter Three) . . SO

) [ . s .

. X 7 e . “ . =
That ptofe551onals who are confronted with the\>¥sponsibilit? of informingf

or confirming to, parents that their child has a handicapping condition
recognise that the majerity of parents would prefer to be told with ‘their
spouse. They shoéld.recognise, however, that since a signiticant
inority of parents would prefex to be told alone, the dynamics of each
dividual family should be considered when deciding how their responsi-

ility is dlscharged ;}1f, indeed, it is p0551b1e to exercise any control

-

over 1t (Chapter Three}. o
’ 7] “
n .

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 informatlon on the
. 4

whole family and °

.

(a) aifange for parents to return for several ihterviews$in order, to 3

clarify their understanding and to come-to terms with their feelings;e
v ] .v ; .

help the parents to make contact with parents of children with

similar handicaps, and:
o y
.

b
£
&
5
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I

(cL. ensure that some 51ngle person has responsibility for coordinating

. contacts w1th professionals and others (Chapter Four) s ¢

]
1
. ~

8.3.2 Parent trai ing . . r .

. ]

1. That parent training programmes should be made readily available to

parents of hamdicapped children {Chapter Five).

2. That such courseg should ,

\ N A

‘(a) be held in locations that minimise the amount of travel parents'

have &0 undertake; ¢ - ’

4

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

( . ’ 4 \
(c) .be concerned with meeting the needs of indfvidual families, as well
R
as covering general issues; h\}
. — g

(@) reébgnise paregts' rights to refuse to participate;
. A3

(e) be directed by professionals who are skilled at working with
&

-

parents, as well as with handicapped children;’

» M » e ' .
+ s , (f) have a home-based component to ensure adequate transfer of concepts; -
- . < i .
[~
: (g)‘ rhclude considexation of such areas as language skills, behav1our o *

management, feéang,’ﬁ01letqng, dre551ng'and play, in- approximately
that order (Chapter Elve)

.

-

.8.3.3 {nformation dissemination

N

AR . ‘

l.. That all professionals who have contact with-handicapped children be

3 provided ui#%.regular updated reading lists relating to.vazious handicaps E X
Chapter Four).

- '
»

3
-

2, That directories of services relating to the heeds of.families of young
children with handicaps be compifed for every region within New Zéaland ’
(Chapte’r- Four),. , C ’, " !
. ) N . - - - v .
4, That regional resource centres be established to provide an information

,/ service to profe551onals and parents concerned with young handicapped

-

children (Chapter Four) .
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5. That the Social Welfare Department, in association with pther statutory
- and voluntary agenc1es, prov1de parents and relevant professlonals with

regularly up—-dated lists of the mandatory and discretionary benefits

. available to families of dlsabled children (Chapter six).
. . . -
. -8.3.4 Quality of services
1, -That psychologlsts should 1ncrease.the level of their involvement with

" the families of young chlldren w1th special needs, especially in the

light of the emerglng thrust towards early 1ntervention programmes for
such children (Chapter Six) . . ‘\'ﬁ

L

1 N . ~

-, .

2. That hospital social workers and psychologlsts shohld glosely examine
the quality of their serv1ces to families of chlldren ‘with special needs _.
I.L o 1n order to ascertain reasons for the relatively low le‘(els of sat:Ls-

factlon with these professions expressed by parents (Chapter Six). #

. . . -
‘\\\\E. . That various professional groups working with families of young children
with special needs should closely examine tHe model of service delivery
; N provided by visiting therapists and speech therapists, in the light of
the high levels of satisfaction with these services expressed by\parents
(Chapter Slx).
\J - N .

8.3.5 School settings . -4 A

. ' . ! .

1. That educational pollcy-makers take due account of the hlgh degreé of
support that parents of youpg children with special needs have for the
notion of their children being educated in regular school settings

- .

(Chapter Seven). ‘ ' . t . 1
N : . .

]

8.4 Conclusions ) )

|

it might read something like ‘this:

. If we Qere to draw up a composite statement from the 150 parents'in\thls study, &

t

"As- the parents of a handicapped child we want all those various pro-

~a

fessionals who deal with us to treat us with openness, honesty’and

- . sengitivity. .While the presence of a handicapped child in our family

A 1s never easy to come to terms with, please recognise, that we have good
suppbrt from ohr famlly and friends .and that we are not emotionally

Q incapacitated by our problems. Some of us, however, do need counselling,

) ‘ P { - S VR
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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.

@ ’

Rbove all, perhaps,'whaf we waht 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 behefits to which we are entitled.
? x*

The professionals ‘we flnd most helpful ar% thoge who see us often and offer
us practical advice. KTEEUUﬁE‘we may find some problems in atténding
gﬁré;t training course don' t underestimate our willingness to take‘

part - especially if they are bdsed in our local 8§ﬁmunity and prov1de us

with ideas relevant to our Chlld.

-

@

.
.

When it comes to School, please remember that we would like our child to

¢
L3

attend a regular schopl - prov1ded spec1a1 help is availaﬁ{ga .
, ) .

_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."
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