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Narital satisfaction and maternal-infant attachment interaction after the

meta baby are both topics that have been addressed by researchers during

the last three decades. However, less is known about these important family

oonoems when an infant is born with a developmental disability. Maternal-

infant attachment interaction is a process that begins with the birth of an infant.

Therefore, early investigation into this process may yield important information

relevant to early interventionists, mental health clinicians, and social scientists

regarding the genesis of a healthy vs. dysfunctional attachment process when

an infant is developmentally disabled.

The beliefs of the parents are likely to affect the manner in which they

relate to their infant, as well as to each other. The purpose of this exploratory

study was to examine the beliefs and hopefulness of parents concerning the

impact of their child's developmental disability on their family and the

the:

Whip of those beliefs to the marital satisfaction of the parents and the "’

at Time 1 "' 1 .

‘  
z ~ ant attachment interaction. Marital satisfaction of the mother was

{and i-m’

" " " as it new to her attachment interaction with her infant.
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" . three months later for the purpose of observing change.   
. _ 2 - 'c correlational analysis was made. Findings were elaborated

men through qualitative data.

No relationship was found between mother’s marital satisfaction and her

feeding interaction at Time 1; but at Time 2, there was a moderately strong

positive correlation that was significant. Parental beliefs in a meaning or

purpose for this event in their lives correlated positively with their marital

satisfaction and were significant for mothers at both Time 1 and Time 2 and

significant for fathers at Time 1. Two themes emerged from qualitative data

that were important to marital satisfaction. Those parents who scored high on

marital satisfaction acknowledged their communication skills to be strong. They

viewed their adjustment process as unified - parents were keeping each other

appraised of their feelings and talking about their futures together. This was in

contrast to those parents who had the lowest scores on marital satisfaction,

who mentioned neither communication skills nor affective sharing with each

other. Mothers who believed their husband's beliefs to be more congruent with

theirown scored higher on marital satisfaction, and this association was strong

- Time 1. Mothers scored higher than fathers on Level of Functional Beliefs at

 



 

 

Copyright by

JUDITH A. VANDER WAL

2001

 

    

    

     

   



    

  

  

i-n of mu amaze?

“.0000." :71 rr-"r .-,~:

I IN Opwmnu'w.

I'm. and he:

Mona! 9.1. ,

TO MY FAMILY

mm: r: .1... . ~

Jud, Marc, Vicki, and Bethanie

My n'r

Mailer. n'l. ' if

When-3i '

filithe met-vi

' WW1 Ci mtg: aifi't.“

"”Wemembers, Dz. Ann Swarm. Dr. Meal.

 

 



     

   

  

' I imfl'QaI val-n

: " :Woempietion of my dissertation was made possible through

  

-, : . tend support of colleagues, family, friends and mentors. l

“Mintake the opportunity to acknowledge those for whom I feel the

‘Wgrafimde.

'ti-m - .My husband and life partner, Jud, has without fail, supported and

encouraged my academic and professional aspirations. My children, Marc,

Vicki. and Bethanie have cheered me on at every milestone. My daughter,

Vicki, and her special needs have been the impetus for my research, my

personal growth and my ongoing professional counseling to families with

developmentally challenged members.

My mentors at Michigan State University have been outstanding. In

particular, my major professor, Dr. Dolores Borland-Hunt, has been an

exceptional resource. Her dedication, guidance, and wisdom have provided me

with the motivation and inspiration to continue at times of discouragement.

Hers was the applause that kept me focused, while at the same time honoring

me with her faith in my capabilities as a researcher. I appreciate her giving me

the supervision needed but also the latitude with which I could take full

authorship and ownership of this document.

Iwish to thank my committee members, Dr. Ann Sodemian, Dr. Marsha

       . V, and Dr. Hiram Fitzgerald for their time, their willingness to be of help,



 

«on

VII-v

(
[
e



knowledge and expertise in the areas of infant, child, and family development

have been of great value in my preparation for this project.

The family service providers from the Early On Program who recruited

subjects for this study deserve special acknowledgment, for without them this

study could not have come to fruition. And finally, I gratefully acknowledge the

participant families who so graciously opened up their homes and lives to me.

Their willingness to share with me their most personal and often painful feelings

at every one of my visits was considered a deep honor. They and their special

children are the heroes of this work.

Vii

 



 

*3-

.11..
U

li’

n
\
v
R
.

A
I
V

h
.
~
\
.

p
L
I
C
U



 T.mntofthe Problem........... ....................................................

5WQuestions......................................................................

Conceptual and Operational Definition of Variables .............................. 6

Research Assumptions.................................................................. 16

Family Ecosystems Framework....................................................... 17

Significance of the Research ........................................................... 19

CHAPTER II

LITERATURE REVIEW..................................................................... 23

Background ................................................................................. 23

Matemal-lnfant Attachment............................................................ 25

Maternal Affect............................................................................ 32

Parental Beliefs ........................................................................... 35

Stress ....................................................................................... 38

Maternal Perceptions of Support by Partner...................................... 40

Marital Satisfaction ...................................................................... 43

Summary................................................................................... 44

CHAPTER III

METHODOLOGY........................................................................... 46

Research Objectives .................................................................... 46

Research Design ........................................................................ 49

Sampling Procedures................................................................... 51

Sample Description ....................................................................... 53

Data Collection Procedures............................................................. 57

Instrumentation ............................................................................ 60

65SNdy Contributions and Limitations..................................................

 

 

 

 





    

 

r .   

 

. anofParer-u; ,

Fanuly incl"-
I

(5' Hvfl’h

‘ ~7 Pater-ts

8 Pain 1

9 Perm-r. -’
'r‘

' IO Men' l~ , .
II

'11 Moth-u

I .7,

12 Mothr‘v

'r‘ .

12%.,1‘. 1 l

  

  

Family in ~ ,

 

  

 

-' , Oi Pliemal Marital Satisfaction

.- ‘ my..." ........ ..... mm...“ . »     



D
J

I
n
“
.

5
0

P
I
I
V

4

A
R
I

‘
,



 

  ,..
ill? ‘j_

 

 

he Distribution of Parents....................................................... 55

‘ 3453; Annual Family income............................................................. 56

4 Parents’ Highest Education Attainment Levels .............................. 57

5 NCAST Feeding Scores for Time 1 and Time 2............................ 70

6 Parents’ Previous Beliefs about Disabilities .................................. 73

7 Parents' Belief in a Purpose...................................................... 74

8 Parents' Early Birth Experiences ................................................ 77

9 Parents' Hopefulness.............................................................. 78

I 10 Mean Functional Belief Scores of Parents ................................... 80

11 Mother’s Satisfaction with Partner Support................................... 81

12 Mother's Belief in Congruency Between her Beliefs and

Those of her Partner............................................................ 82

13 Family inventory of Life Events (Family Stress) ............................. 83

14 Marital Satisfaction of Both Parents ........................................... 84

15 Predictors of Mother-Infant Attachment Interaction ....................... 103

16 Predictors of Maternal Marital Satisfaction (Dyadic

Adjustment Scale)............................................................. 124

17 Beliefs as Predictors of Paternal Marital Satisfaction

> I(Dyedic Adjustment Scale) 133

   
    

   

   



    

 

,' WWWtAttachment

‘1andTIme2 153

    

 



  

   

WTOF FIGURES

‘2'
(Tim: 1.. ,_

IN“;

 

who tas‘ 'h 1:

. . m
Sta-1' x, . 1

;I“MBrI.‘.'t
.1 ,

“1908,
C1,: 9, ..

Wm -~,,

Undies 'Aw ,

it the ”1,9 9

In???) {59. , ,

’Tfi‘d’fiiflt-

”Di-“13.5, ‘11:; 1

”Mar 12» .-,

3.18114st .9. 1

”W fund)- ,5 g

r

1.1,

  

 

minim}: rim-”9“,, 19,399. 9

.7 I - l - .

1;-' ., ‘, 99

“MIA“;

I “"F$~_ 9

 

  

   



I
'
.
1



   

 

  

   

   

‘al’ ail‘

CHAPTER I

INTRODUCTION

mama last thirty years the family has undergone a number of

mmstructurally and functionally, in response to societal change.

Emily research has proliferated in response to these rapid and dramatic

charges. Despite the large number of infants born with anomalies, much less

research has been generated with regard to exceptional families. particularly

families where one or more members are developmentally disabled. According

to the March of Dimes, each year an estimated 150,000 babies are born with

birth defects, and a significant number of these infants will be severely

developmentally disabled.

In 1992, Congress passed the Individuals with Disabilities Education Act

(lDEA), which provided early intervention services for disabled children birth

through five years of age. With the signing of this Act, family therapy, an area

previously overlooked in its importance to individual children with disabilities

and the family system, was added to the list of more traditional disciplines

serving these families (Malone, et al, 1997). However, most of the research

generated about families and disabilities occurred during the 1970's and

Mia. Marriage and family therapy training programs have typically not
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1 utility-important for professionals who work with these

equipped with more and updated knowledge regarding how

48W, particularly in regard to prevention of family

rend early intervention for optimal development of the child.

  

. {waa strong consensus that the quality of matemal-infant \

Weis vital to the mental health of the developing child. A secure I

moil'rerwinfant attachment is widely endorsed by child development and mental

Milli professions as vital to the healthy development of the child. Mother-

irrfent attachment is dependent on the quality of mother-infant interaction and

has been shown to be predictive of later childhood behaviors. Traditionally, it

has been the normal, healthy infant-mother relationship that has been the focus

of interaction studies. Fewer studies have examined this relationship with

severely developmentally disabled infants and, in particular, that relationship

during the critical period of early infancy, when maternal adjustment to a

disability is a primary process.

It has been shown across many studies that maternal depression

negatively influences the dyadic interaction between mothers and normal

infants, and infants of depressed mothers are considered at risk for becoming

irleecurely attached to their infants. Depression is often studied as an outcome

$3“. ._

flamed by the belief systems of individuals. While the process of

'~ W3 l? i 2

 

   9 I1'mand how they might influence the quality of interaction
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. mm'beliefs of mothers regarding their developmentally

  

 

. afferent from those of mothers of normal infants. lt is not  

   beliefs come to influence the attachment interaction process.

WWimportant to mental health professionals working with families

midementally disabled children to understand the unique parental

“that may influence mother-infant interaction when an infant is atypical.

in addition, while several studies have concluded that there is more

marital distress in families with developmentally disabled children, there have

been many studies that have shown otherwise. Very few studies have

examined factors that may contribute to the process of marital breakdown when

a developmentally disabled child comes into the family. Studies of very early

relational processes (soon after the birth of the developmentally disabled child)

between these marital and parental partners are missing from the literature.

Statement of the Problem

The present study had the following purposes:

It examined beliefs of parents around the birth of a developmentally

disabled infant and the level of functionality of those beliefs to the parents'

marital satisfaction. In this study, marital satisfaction was examined for legally

medparents livingIn the same household. It also examined the relationship

of fire level offunctionality of the mother’s beliefs to the quality of matemal-

was if _
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Welevel of marital satisfaction, her perception d

and instrumental support, and her perception of the

  trainer's beliefs with her own, in relation to the quality of her

Wimbledon with her developmentally disabled infant.

lime (Mid, finally, since matemal-infant attachment and marital satisfaction are

“processes that occur overtime, it examined the impact of time (a 3-

MLW)on quality of matemal-infant attachment interaction and marital

satisfaction in families with a developmentally disabled infant.

The following variables were used as control variables for the study: age

of parents, level of maternal depression, the number of additional stressors

present prior to and at the time of the birth, family income level, size of family,

and education of parents.

It can be argued that in some cases, the father is the primary caregiver

of the infant, and can, thus, also be considered an attachment figure. While

this investigator acknowledged this to be true, it was decided that primary

caregiving father subjects would be difficult to locate and recruit into this study

sample, since fathers represent a very small percentage of the primary

caregivers of infants today. So as not to confound the study by including one or

twopoesible primary caregiving fathers, the sample for studying infant

Mont interaction included only mothers. While fathers are acknowledged

0'.he.- ,

mnlrlbutorsto matemal—infant interaction, paternal variables were
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Whflnbirthofachild, thisstudy foweedon

-.‘tented:- ' .

in these two outcome processes as influenced by the above

 

, . «This investigation focused on changes occurring over a

l' : months, with the initial assessment made when the infant was

"‘IW‘mntonttis old and the second and final assessment took place three

«winter- i.e., six or seven months of age. The study used both

Weand qualitative methods of analysis. Qualitative-like questions

we asked for two purposes: (1) for facilitating depth of thought by subjects

before responding to scaling questions; and (2) for adding depth to discussion

of the results of the analysis.

Research Questions

When an exploratory study is designed in an area where very little

research has been done, then it is usually appropriate to write questions to

guide the research rather than hypotheses. The following research questions

comprised the focus of this study:

1. is there a relationship between the level of functionality of maternal beliefs

about the infant’s developmental disability and the quality of the mother-

infant attachment interaction?

thief} ‘

2.- lathere a relationship between the mother’s perceived level of congruence

spouse‘s beliefs with her own beliefs about their infant’s disability and

a?“i;“sihy of herattachment interaction with her infant?

a the raw.-
wt‘

  

  

pbetween the mother’s level of maritalsatlefectlonam

.. s ‘ n t, ., .maofiotfiu ,.-"» och-II
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. w I: inbetween the level of functionality of maternal beliefs

'1 infant’s developmental disability and her level of marital

  
- arelationship between the mother’s perceived level of congruence

slim spouse's beliefs with her own beliefs about their infant's disability and k

Wofher marital satisfaction?

marelationship between the mother’s level of satisfaction with the

emotional and instrumental support she receives from her partner and her

retrlenl of marital satisfaction?

his there a relationship between the level of functionality of paternal beliefs

about the infant's disability and the father's level of marital satisfaction?

8. is there a significant difference in the level of functionality of parental beliefs

between Time 1 and Time 2 (three months later)?

9. Is there a significant difference between the mother’s level of satisfaction

with the support she receives from her partner between Time 1 and Time 2?

10.ls there a significant difference between mothers and fathers on their levels

of marital satisfaction at Time 1 and at Time 2?

11.ls there a significant difference between Time 1 and Time 2 on levels of

marital satisfaction for mothers and fathers?

12.ls there a significant difference on the quality of matemal-infant attachment

interaction between Time 1 and Time 2?

Conceptual and Operational Definitions of Variables

For the purposes of this study, the severely developmentally disabled

infant was defined as the infant medically diagnosed at birth or during early

‘(s

Infancy with a condition known to be predictive of a developmental delay. For

 

     - abnormalities that fallwithinthis category. Down
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» will have a developmental delay that could range from

‘ Warmest falling within the moderate range. Special education

  
‘ ‘ . a r tel delays according to l.Q., and those LQ. categories are

Wm,moderate, severe, and profound. A person with mild mental

milesan LC). of between 50-75, while a person with moderate mental -

Won has an LC. of 30-50. An individual with severe mental retardation

been l.Q. of 20-30, and a person with profound mental retardation (who often

hasother accompanying disabilities such as physical or sensory disabilities)

has an LC. of 20 or below (Falvey, et al., 1993). While the prognosis for the

degree of severity of impairment for these two chromosomal abnormalities is

uncertain, any condition suspected to produce mental retardation in the mild

range and below would likely meet with similar stress and grief responses by

parents who had hoped for a healthy, normal newborn.

Degndent Variables

This study focused on two major outcome variables: ( 1) quality of

mother-infant attachment interaction; and (2) level of marital satisfaction. Their

conceptual and operational definitions follow:

(1) Quality ofMother-infant Attachment Interaction is a synchronous

process of infant-mother responsivity which, in later infancy, leads to a bonding

mmember of the dyad with the other (Bowlby, 1969). This attachment

    
g mmwith the mother’s responsiveness to the infant’s physical needs,

”'1‘ ~ ‘
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Define when he infant is approximately four months old

  

  

' s .' inate between an attachment figure and another

  

1' " ' «hey are in close contact, it is not considered complete until the

.tatwelve months old. It is at this stage, which coincides with

  Nahum stage of sensorimotor development, that the normally

”sloping infant has achieved object permanence. This is also the stage

ma psychoanalytic theorists judge “true object relations” to emerge.

Conceptually, quality of mother-infant attachment interaction behavior could be

defined as the way in which the mother responds to the infant's needs

communicated by crying or other signals of distress. It would also be perceived

in the way the infant seems to prefer the attachment figure to other individuals

and responds to her in ways that are unique from responses to others. During

the stage of development when the infant achieves object permanence,

adachment may become even more obvious, as the now attached infant may

resist the attempts of unfamiliar individuals to care for him/her, particularly in

the mother’s presence. While this process is expected to be delayed for the

developmentally disabled child, the process is assumed to be attainable and

can be observed.

For the purpose of this study, quality of mother-infant attachment

Motives identified as the degree to which the parent is sensitive to the

. .- greaponds to the child's distress and fosters social, emotional. and  

   

  

- wa’releodetined as the degree towhichthe infantm

M Aswan as the infantsWinn!)
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». stat... 1983). For the purpose of this study, attachment

- .ebeervetionally coded and measured by use of the NCAST

 

.. _ . ‘v~(8t1mrier & Spietz, 1994). This rating scale requires a 50-minute

ll Wote mother-infant feeding. The scale consists of 76 items as either

l" Mt or. not present during the feeding. The investigator observed an in-

mamother-infant feeding and scored the feeding interaction. When scores

”added, a total score of 76 are possible, with higher levels of quality

interaction receiving higher points.

(2) Level of Maternal and Paternal Marital Satisfaction, conceptually,

is a subjective feeling reported by a respondent regarding the degree to which

slhe is satisfied with the marital relationship. Operationally, this study included

only legally married couples who are identified as the biological parents of a

developmentally disabled infant. This concept was measured by the Dyadic

Adjustment Scale (Spanier, 1976). a standardized measure. This instrument

measures the degree to which respondents report subjectively their satisfaction

with their committed partner relationship, as well as their objective responses to

behaviors, which are indicative of factors that are strongly associated with

satisfactory or unsatisfactory marital relationships. This instrument measures

lot-It dimensions of the relationship: dyadic satisfaction, dyadic cohesion.

twoconsensus and affectional expression, but the total scores are

W- , ' any the author for this study. Three different types of rating scales are

       
   

 

w 11.9.: Total:scoresarethesumofelliterns.rangingflommo
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' Webmr relationship, with a score of 100 orleee

. vielafionship.   
I”,3

.

‘- Willamajor independent variables included in the study were as \

”(lithe level of functionality of maternal beliefs about the infant's

diam, (2) maternal level of belief in a congruency of her partner's beliefs

with-liter own; (3) maternal level of satisfaction with the emotional and

instrumental support she receives from her partner, (4) maternal level of marital

satisfaction, and (5) the level of functionality of paternal beliefs about the

infant’s developmental disability.

(1 and 5) Level of Functionality of the Parents’ Beliefs Surrounding

the Infant’s Birth.

Conceptually. Functional Beliefs are defined as (a) positive beliefs

about the infant’s disability acquired from pre-birth experiences with others who

have this disability, (b) the belief that their infant‘s diagnosis was presented to

them in a sensitive and helpful manner, (c) the absence of a severe negative

reaction to the infant's diagnosis, (d) positive perceptions of the quality and

amount of information given them about the disability and their child’s condition,

(a) positive and hopeful feelings about the present and future for the infant and

heifemlly, .(f) a belief in a purpose or meaning for the birth. and (9) no

"T .

.Worblame placed on anyone for the infant's disability.
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I At Tit-nefz,‘parents were not asked a second time about ‘

   
.. ' . - ,b‘theirinfant's birth, nor feelings or experiences regarding

'-:;j_" “'5: .mmental disabilities. Nor were parents asked about the

Whyreceived at the infant's birth, and they were not again asked ‘

Wemotional reaction to their infant's birth for the following reasons:

leeflflttsinformation was elicited within the first 3 months after the infant’s birth

wand-me elapsed period of time for retrospection at Time 1 was less than at

Time 2. Therefore, recall was expected to be most accurate at Time 1.

0 These beliefs were not expected to change between Time 1 and Time 2;

and if minor change occurred, this likely could be attributed to diminished

recall due to lapsed time.

These beliefs were audiotaped and transcribed for discussion purposes.

The beliefs were scaled using a Likert-type scale according to their level of

functionality. Sections B and C of the Interview Guide for Time 1, and Section F

of the Interview Guide for Time 2 give the scaling questions for this variable and

can be found in Appendix D. Answers to scaling questions were given by both

parents on a scale of 1 to 5. There are 9 scaling questions, following open-

ended interview questions, and at Time 1 each parent could receive a possible

score ranging from 9 to 45, with a higher score reflecting a higher level of

Mortality of parental beliefs around the infant’s birth. At Time 2, the score

  

  

' z . .forthe 4 scaling questions for Time 1 (Questions 3-3, 8-7, B-

. . itothe far-scaling questions asked, at Tim-2;(Questione . . ,
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m". Conceptually, this variable is defined as the subjectivebelief of

Wr‘that her partner's views of the infant’s disabilities (his current

w, hopefulness about the future of the family, assignment of blame) are

alrhllar to her own.

Operationally, the score for this variable was the difference between the

mother’s own scores on questions in Section C of the Interview Guide for Time

1 (Appendix D) about her hopefulness, the meaning and purpose she gave to

this event, her belief that either she or her partner was to blame, the current

impact this event had on her family, and the scores she gave for her partner on

the same questions (Section E of Interview Guide, Time 1 — Appendix D).

These interview questions were administered during the individual interview

portion at Time 1 only. The range of scores is 0 to 25. The higher the

difference between scores received by the mother in Sections C and Section E,

the greater the amount of incongruency between her beliefs and her perception

of her partner’s beliefs. The score was inverted in the analysis to satisfy the

direction of this research question.

' ~ (3) The Maternal Level ofSatlsfaction with the Emotlonal and

A WSupport Received from her Partner. ' Conceptually, support is

l’ _ .. given byone person to another. Usually, this lsa  
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. was subjective, based upon the matters peroepdonof

' ' 2 httpartner was to her both emotionally and physically.

. , the mother was asked to scale her level of satisfaction

5‘". ‘.

Wshe received in terms of (a) the amount and quality of time he

 

Mh‘interaction with the disabled infant, (b) the amount of physical

Write gave her, both in performance of household tasks and in infant care,

(cm amount of emotional support he gave her in terms of discussion of

feelings and related concerns around the infant’s birth; and (d) his ability to

listen and empathize when she was in emotional need. Mothers reported this

level of satisfaction on an ordinal Likert scale from one to five points at both

Time 1 and Time 2. The interview scale for this variable can be found in

Sections D and G of the interview Guide in Appendix D. Four questions

comprised this Likert scale, with a possible score ranging from 4 to 20. The

higher the score, the higher the level of maternal satisfaction with her partner’s

support.

(4) The Mother's Level of Marital Satisfaction. This variable, in

addition to being treated as a dependent variable. is an independent variable in

the sense that it is being examined in relationship to the dependent variable of

quality of matemal-infant attachment interaction. Marital satisfaction,

conceptually, is a subjective feeling reported by the mother regarding the

was»which she'is satisfied with her marital relationship.

: , ,this concept was measured bythe Dyadic Adjustment

feeilgllzn-fis -,,...,,-_ A);
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- . the degree to Which the mother reports subjectively

. with her committed partner relationship, as well as her objective

 

. behaviors that are indicative of factors that are strongly

“Weedsfactory or unsatisfactory marital relationships. This

mmfocuses on four dimensions of the relationship: dyadic

Mellon, dyadic cohesion, dyadic consensus, and affectional expression.

Three different types of rating scales are used with the DAS. The total score is

the sum of all items, with scores ranging from 0 to 151. Higher scores reflect

higher satisfaction with the relationship, with a score of 100 or less reflecting a

distressed relationship. The total score is recommended by Spanier to be used

in research. The total score was used in this study to measure Maternal Level

of Marital Satisfaction.

Other Definitions

The conceptual and operational definitions for the following three control

variables are necessary: (1) level of maternal depression, (2) number of stress

pile-up factors reported by the mother, and (3) educational level of parents.

(1) Level of Maternal Depression. Depression can be conceptualized

as a negative emotion or mood of individuals, which can be temporary or

enduring. Depression can be placed on a continuum from extreme

W688and no desire to continue living to transitory melancholia and

WW . .- <

. Depressionis the extent to which one experiences pessimism and
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, ~ : in activity or reactivity, pessimism, sadness, and

, (Racer, 1985).

 
   

, this variable was measured through the use of the Beck

WeInventory - Short Form (Beck, Ward, Mendeison, Mock & Erbaugh,

1961), estendardized, widely used measure of depressive states. Scores may

tallest a temporary. normal psychological grief state that is in response to the

diempointment of the birth of a developmentally disabled child. The Beck

Depression Inventory was administered at both Time 1 and Time 2.

(2) Number of Stress Pile-up Factors Reported by the Mother.

Conceptually, stress pile-up consists of the conditions, in addition to the birth

event, that are seen to create pressure and strain on the family system. Stress

refers to a response of the organism to conditions that consciously are

experienced as noxious (Hill, 1949; McCubbin & Patterson, 1982).

Operationally, number of stress pile-up factors refers to the number of

additional stressors outside of the birth event, both pre- and post-birth, existing

over the previous 12 months (including the birth of the disabled infant), that are

identified by the mother as noxious and contributing to the strain on the family

system. This variable was measured at Time 1 only by the use of a

standardized self-report instrument, Family inventory of Life Events and

Changes (FILE) (McCubbin, Patterson, & Wilson, 1983), which assesses the

%or sum of normative and non-nonnative stressors and intrafamiiial

by members of the family. The constructsmeasured are

‘aLLJiV w insane

" ' ' mill-titerStrains;(‘3) Pregnancy and c

‘ ‘ he .paltiealariy
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. , and Business Strains; (5) Work-Family Transitions and

; ; and Family Care Strains; (7) Losses; (8) Transitions; and (9)

" f .'The range of scores is 0-71, and represents one point for each

m.Ahigher score implies higher stress.

 

MIN-(3) Educational Level ofParents. This is a common control variable in

“science research. The parents were asked to indicate the highest

edtisational level they completed on the Demographic Data Questionnaire

administered at Time 1. (See Appendix C.) When maternal independent

variables were being tested, the mother’s level of education was used. When

paternal independent variables were being tested, the father's level of

education was used.

Research Assumptions

It was assumed that families who give birth to a developmentally

disabled child are in crisis for a few months after the child’s birth — exactly at

the time when the attachment process begins between mothers and normal

infants. Therefore, the study of impediments to the attachment process

between a mother and a developmentally disabled infant is best studied at an

early time in infancy. Since attachment is an ongoing interactive process that is

Wuntil a normal infant is approximately 12 months old (Rosenbiith,

. . ., mmapefiodofgfievingisllkelytointerferewimthe
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Weof lack of support, feelings of isolation in her

Material satisfaction, additional stressors, and maternal

 

II

 

' areund the birth, are also present. For other families, a three-

. *1period of time following initial assessment (when the infant'lS around 6

motage) may evidence change occurring in the grieving process, and the

Wefant attachment process may already be in effect. Research has

mthat this process is somewhat delayed when an infant is born

developmentally disabled.

It is also assumed that committed partners who are satisfied with their

relationship prior to the birth of the disabled infant are likely to still be satisfied

with their relationship three months post-birth. However, if the mother begins to

feel isolated and unsupported by her partner, a likely result of different grieving

patterns by the partners, as well as a result of deep depression, and/or

additional outside stressors, then the effects are more likely to be evidenced on

the relational satisfaction of both partners at a point in time six months after the

birth of the infant.

A Family Ecosystems Framework

This study incorporated, as its foundation, Bronfenbrenner’s Family

’Tiéi‘ l

WTheory, whichis a systems framework for conceptualizing family

. Bismuth

' GK. l,l .

aseeornplex interplayandlnteractionottemilymenma

. .. gretandm13:;. t:tng v:embargmiabmm
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> .- ltipte environments, as well as processes taking place

' - ' . . tare lnterdependent and analyzed as a system. The theory

 

b‘

   

“diatribe are semi-open, goal directed, dynamic, adaptive systems.

WhenWhites place within any level of the system, be it the cultural,

Wpcemmunity, extended family, or family level, it will have an effect on

ethlrvarts of the system. Decision making is the central control process in

families that direct action to attain individual and family goals.

Bronfenbrenner (1979) builds an organizational and research framework

that describes the structure of the ecological environment within which human

development occurs. The four systems within this framework are titled the

microsystem, the mesosystem, the exosystem, and the macrosystem. A child’s

microsystem is a complex network that consists of a pattern of activities and

roles experienced in a daily face-to-face setting with particular individuals who

have distinctive characteristics of temperament, personality and systems of

personal beliefs. This primarily refers to the child’s immediate family. The

child's mesosystem is the interlinked group of microsystems in which the child

directly participates — i.e., the extended family, school, daycare. The child's

exosystem consists of two or more settings, one of which does not directly

include the child but which may influence the child through its effects on

members of his/her microsystem - Le, a parent's work environment. Finally,

kiii}:.t‘ttheroaystern comprises the belief systems, resources, constraints,

~ ‘ , 1- 5“W801
social interch

angethat are included the
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I " ”ridesthat human’s develop in a familial and sedate! '

its emphasis on studying the intemelationshlps among these

 

..;; me, especially during periods of transition (Bretherton, 1993).

I will! shady, primarily factors within the family— such microsystem

a “heas maternal perceptions, the marital relationship, and infant-mother

Winteraction — were the focus. In addition, exosystem variables that

here experienced as stressors on the mother were included in the study.

Bdiefs about disabilities expressed by both parents, which reflected

macrosystem interchanges were an important component of this study. While

other societal factors may have been important, the actual assessment of

additional factors in relation to the outcome variables were deemed to be

beyond the scope of this single study.

Significance of the Research

An understanding of the development of maternal attachment to an

atypical infant remains incomplete. in addition, the existing research. the bulk

of which was conducted primarily in the 1970's and early 1980’s, is not

consensual with regard to mother-infant attachment in this population. The

question arises as to why some mothers are able to adjust and cope with the

'I-h.‘

use of the birth of an atypical infant, while other mothers are less able to

mML '- - '

. - mail, mu. «.

MMresearchwith disabled infantpoputafions
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asallthosechildrenfmmbirthtoagetwo. Genrmt

‘ » inhataneeds and developmental tasks would suggest that a more

range for infant study samples would enhance the explanatory

 

mtithe (weigh. This study included only those families of developmentally

Med infants ages three and four months at the time of the first interview.

W, this study was expected to yield information about those very critical

eertyzattachment processes, when family adjustment processes are also critical

-a period in the life cycle that has not received attention in the literature.

Another area of concern shared by Hodapp (1995) resides within the

methodologies used in many studies. The subject groups have traditionally not

controlled for disability types - a result of sampling at-risk families receiving

early intervention services. Hearing impairments, speech delays, cerebral

palsy and autism are often included among the groups selected for a particular

study. Therefore, it has been suggested that study groups be narrowed with

regard to disability. This study focused on those families of infants with the

chromosomal abnormalities of Down Syndrome and Prader Willi Syndrome,

which are known to produce mental retardation, though the prognoses can

range from mild to severe delays.

The focus of this study was on an important variable that has been

Mistignored in the literature — that of the mother’s perceptions and

Weisabillties in general, both currently and historically, about her
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‘ = poet! as defined by the mother, this study investigated

. ~ .» ‘ mend attitudes regarding the types of spousal support

Mamasfound in the literature that would investigate the impact of

 

Wandfather’s shared perceptions to the mother’s feeling emotionally

W‘by her partner. This was seen by the researcher as another area

mums study is likely to fill in some knowledge gaps. in particular, the

mother's perception of the congruency of her beliefs with those of her partner is

likely to shed some light on her satisfaction with the couple relationship. Her

feelings of isolation or, conversely, shared empathy (emotional support) in the

couple relationship are likely to influence her interactions with her

developmentally disabled infant.

Ancillary to this study of maternal beliefs and their influence on matemal-

infant interaction, was the intent to investigate the birth of a developmentally

disabled child in direct relation to marital satisfaction for both partners. These

findings were expected to illuminate how the couple relationship indirectly

influenced maternal-infant interaction, how partner support related to the

mother’s interaction behaviors with her infant, as well as how the couple

relationship was influenced by the birth of a developmentally disabled child. All

these factors are important to a more complete understanding of families with

. . ntally disabled infants, and this more complete understanding will

‘

‘ .. ‘- in their clinical work with these families.  
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Abuse and other maltreatment are more common with developmentally

disabled children than with nondisabled siblings or peers (Blacher, 1984). it

has been proposed that parental abuse and neglect of young developmentally

disabled children may be related to an interference during the normal

attachment process between mother and infant (Capuzzi, 1989; Shaw and

Vondra, 1993). Conversely, Fine (1986) reported that abuse of the

handicapped child can be viewed as symptomatic of how family members are

coping with their beliefs and the resulting stress of diagnosis. Thus, research

on the very early interaction between mother and her developmentally disabled

infant is vital to the understanding of professionals working with these families

toward prevention of abusive interactions between parents and their

developmentally disabled children.

22
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“the 1970“» ,1 '

' CHAPTER II

.. inservme i‘m » . 1

LITERATURE REVIEW

. . Mic ‘.Qi:."~‘ . ,

. ‘MO‘WfiS-l V,

The literature important to this study was reviewed under the headings:

NVGI'T-v

mammal-infant attachment, maternal (and paternal) affect, maternal (and

at lunderw' "- ‘9

paternal) beliefs, stress, maternal perceptions of support by partner, and marital

{I‘Sl‘l "

satisfaction. in addition, a background section has been included to bring the

- am.» meme hogan

 

".i‘fi l0

   

  

    

 

reader up to date with the dramatic changes that have taken place within this

population during the last four decades.

Background

Societal change relative to the developmentally disabled members of the

population has created new demands on these exceptional families. Formeny,

most individuals with severe developmental disabilities were incarcerated within

large residential institutions, where conditions were often inhumane and

services limited. People with severe disabilities have long been regarded by

society as the least capable, the most dependent. and beyond habiiitation,

education and treatment. The predominant approach to the problems of the

severely disabled was custodial maintenance. Historically, only limited

Bellanca; support and understanding have been available to‘persons with

r, immandtamilies. ’ been

- j hmbaen the teams of early intrgrvenuxi m:¢.”‘.‘¥ ' .

..

..« J,.~.r -»-

 



<7 .‘t-until the 1970's that social, educational, and legal events began

   - inservice delivery. Parents and professionals joined voices to

I “Kimmierights and services for persons with severe disabilities. After

We!passivity and fatalism concerning their disabled children, parents

”traversing that position; as a consequence, there has been a

tenements! shift in the role of parents and the functions of these families.

institutional reform, deinstitutionaiization, right to treatment, nondiscrimination,

and mandated educational services have taken place. The Education for All

Handicapped Children Act (P.L. 94-142) of 1975 is a legacy of this advocacy

movement. This law requires that all children who are handicapped, and who

because of their handicap, require special education and related services, are

entitled to a free and appropriate education in the least restrictive environment.

The law stipulates, moreover, that educational services be made available for

all handicapped children between the ages of 3 and 21. In addition, in 1992,

Congress passed the Individuals With Disabilities Education Act (lDEA), which

provided early intervention services for children birth through five years of age.

This witnessed a philosophical shift from individually oriented care to family-

centered care for this population (Malone, et al,, 1997).

Clearly, on the whole, families with developmentally disabled children

Ware experiencing roles and stresses not experienced prior to the 1970’s -

vmrof societal change. Research has merely shadowed these changes in
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‘ the evcwzn 'Mrmi-infantAttachment

its usually described as an emotional tie or bond of affection

 

   

“IWant and parent (mother). Attachment is defined as an affectional tie

“Newforms between him/herself and another. The manifestations of

Witare the attempts to gain and to maintain a certain degree of

proximity to the attachment object (Stone & Chesney, 1978). Two conditions

have been found to be related to the development of attachment by the infant:

the mother’s sensitivity in responding to her infant’s signals, and the amount

and nature of the interaction between them (Bowlby, 1969). From about two

months, infants take an increasingly active role in initiating interaction with their

mothers. However, the success or failure of the infant’s adaptive efforts is

contingent on the mothers ability to recognize and to respond to the infant's

signals — referred to as maternal “sensitivity.” Attachment includes many

behaviors such as the infant calling out for contact, clinging, crying, making eye

contact and smiling (Widerstrom et al,, 1991 ). For effective interaction to

develop, the infant and the mother must give clear cues to each other, the

mother must respond to the infant‘s cues, the infant must respond to the

mother‘s caregiving, and the environment must facilitate the mother-infant

interaction (Capuzzi, 1989). The relationship that evolves between infant and

mother depends not only on what occurs, but how the interaction pattem

m.it is this patterning that is closely related to the quality of the

It“"l"‘
in” .

, he? toSroufe (1989). in Bowiby’stheoryofathehmem
“ Na ,3
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mend responsiveness of others. From early interactive

individual either derives or does not derive a sense of mastery

. 'limronment and worthiness of the self. This becomes the basis for

 

(We“lntemal working models,” according to Bowiby, and the

Million from which the individual perceives the world. Thus, an infant who

has experienced reliable, sensitive care (responsiveness to its signals,

overtures, moods, and states) will come to expect not only that the caregiver is

available but that the infant is effective in eliciting care (Bowlby, 1973). Among

studies measuring infant behavior, quality of attachment has been found to be

a significant predictor of later competence, reflecting the nature of the internal

models with which the infant learns to function in the world.

Attachment research has shown secure attachment between infant and

caregiver to be highly predictive of later social and emotional adjustment of the

normal child. A secure attachment in infancy has been associated with longer

attention span, greater compliance, greater persistence, enthusiasm, and

cooperation at age two (Londerville & Main, 1981) and better social relations

with peers in preschool (LaFreniere & Sroufe, 1985). in studies of low-income

families, insecure patterns of attachment have been strongly related to

externalizing behavior problems at ages 5 and 7-8 (Lyons-Ruth, et al., 1991;

Renken, et al., 1989). Other longitudinal studies have found that infants

warmly attached at 12 months had higher Bayley scores at 21 months than
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vouched infants became frustrated easily, reacted

' ' ”inflation and quickly gave up trying to solve the problems

MrsWaters at al., 1979). Bomstein (1995) has reviewed a number of

‘ ”thatforms on early maternal attachment behavior as predictors of later

Watery and verbal intelligence in young children.

' Since attachment is considered a dyadic process, it involves reciprocal

interaction from both mother and infant. Each individual's interactional

behaviors will be discussed separately in relation to the literature reviewed.

Finally, literature regarding the developmentally disabled infant’s attachment

behaviors will be reviewed.

Maternal Attachment Behaviors

Maternal behavior in the dyadic relationship was stressed as most

important to the attachment process by Shaw & Vondra (1993). They found

that variables more closely related to maternal adjustment are of greater

importance in determining attachment security and thus concluded, as has

Ainsworth, et al. (1978) and Bowlby (1969) that attachment security is largely a

function of maternal sensitivity to the infant’s needs. Shaw & Vondra did not

include handicapped infants in their sample, however. Belsky, et al. (1984)

describe sensitive responsiveness as an exchange between the mother and

infant in which the mother adjusts the rhythm and tempo of the interaction to

~ .. behaviorsl synchrony. it“Is not so much the presence or absence of
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' . snorting high on expression cfpositive emotion and scold

' amsecurely attached normal infants than low-scoring

far less is known regarding attachment processes with

 

We",Warner (1999) found maternal competence and a close bond

“Mandatory caregiver to be among protective factors for children with high

incidence disabilities.

Emde and Brown (1978) describe the maternal attachment process

relative to the developmentally disabled infant, in particular the Down

Syndrome infant. They describe maternal attachment as a three-phase

process. In phase one, during pregnancy, the anticipated child becomes

endowed with narcissistic and object love. in phase two, during the neonatal

period, there is an increase of interest, caring, and love toward the now real

infant. During phase three, after the neonatal period, there is a further

increased interest and positive feeling, as the infant becomes capable of social

smiling, eye-to-eye contact, and there is a qualitative change in wakefulness.

One phase builds upon the other. in the attachment process with a Down

Syndrome infant, this attachment process is more complex. Phase one is the

same, but phases two and three are not. In phase two, attachment does not

build postnatally on the image of the expected child. instead that expected

Hinge must be mourned before an attachment based on reality can begin.

“hasis complicated by being somewhat delayed by the dampened
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. _ both phases two and three, grief work may bereqnireti

.1, can be ‘freed up" for the facilitation of the attachment process.

 

I Brier, the majority of the studies capture the importance of the role of

it new(almost always the mother) in the attachment process. However,

manlstudies of handicapped infants focused on the role of the infant in the

attachment process (Emde & Brown, 1978). Since attachment is, indeed, a

process that involves reciprocity between caregiver and infant, the importance

of the child’s responsivity cannot be understated. Normal newborns provide

cues that guide mothers in initiating, modulating, and terminating interactions.

Mothers who allow their infants to initiate interaction may be promoting

synchrony in their relationship. The attachment research, according to

Rosenblith (1992), argues that mothers should focus on establishing a

synchronous relationship by permitting babies to express their own needs and

to control themselves as much as possible.

Papousek and Papousek (1975) argue that mothers are not

systematically providing stimulation and reward to their infants - mother's

behaviors are also social responses to their infants. Rosenblith (1992) also

states that it is likely that some newborn behaviors elicit differential caretaking ‘  

 

limithe mother. Since this researcher is investigating interactions between

Mentally disabled infants, in comparison with normal infants and their
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w_’ debating1 observation.

mm. Disabled infants and Attachment interaction.

r“- ‘Ghiidren with developmental disabilities are more likely to be deficient in

ihebehavior that promotes and sustains interaction and reciprocity. Faced with

the infant’s lack of responsivity and extensive caregiving needs, a mother may

become engaged in a cycle of diminished quality interactions with her infant

(Able-Boone & Stevens, 1994). Bailey and Wolery (1984), Blacher (1984),

Collins-Moore (1984) have suggested that the following characteristics of some

childhood disabilities may impede the formation of parent-child attachment: the

child’s appearance, especially facial disfigurement, negative response to being

handled; unpleasant crying; atypical activity level; high threshold for arousal; no

response to communication; delayed smiling; feeding difficulties; medical

fragility; presence of medical equipment; life-threatening conditions; prolonged

hospitalization and separation; impaired ability to vocalize; inability to maintain

eye contact; and unpleasant behaviors, such as seizures.

Emde and Brown (1978) provide case histories of attachment processes

with Down Syndrome infants: The baby's placid nature, inability to express

needs normally, infrequent crying, and poor quality eye-contact all interfere with

the reciprocity of early interactions. Cicchetti and Sroufe (1976) found that

mmDown Syndrome were significantly delayed in the onset of laughter,

Graemeid and Leonard (1979) found that Down Syndrome infants failed
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studies cited by Stahlecker & Cohen (1985) suggest that

children display fewer attachment behaviors than nondisabled

m,especially those behaviors requiring perceptual—motor coordination

 

W

m‘gross motor skill. Stahlecker & Cohen (1985) conclude from their study

33th extent of infant responsiveness may influence the quality of the

mighonship formed through interaction with the mother. Blacher & Bromley

(1987) found that the child's mental age, rather than chronological age, was

important in determining degree of maternal responsivity. Mothers were more

responsive to those handicapped infants with higher developmental levels.

in contrast, other studies on the development and quality of mother-

infant attachment with deaf infants, with blind infants and with Down Syndrome

infants, have consistently shown that attachment relationships between

impaired infants and their mothers, though delayed, are demonstrable by the

second year of life. Some studies have shown that even autistic children are

able to develop secure attachments to their mothers (Shapiro, et al., 1987;

Rogers, et al., 1991).

Clearly, the research indicates wide discrepancies regarding attachment

in children with disabilities. Blacher (1984) sums up these discrepancies by

stating that “for every study of very bizarre or impaired children in which

athchment has been shown, there are others showing delayed, dulled, or

~ We lack of attachment'In handicapped children" (p.14).
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Maternal Affect

 

~ U it is generally accepted that maternal depression negatively influences

Ml—infant interaction. Depressed mothers fail to experience and convey

tether infants much happiness with life. Such feelings diminish

responsiveness, and so depressed parenting may have short, as well as long-

term consequences for infants (Lyons-Ruth, et al., 1986; Tronick & Gianino,

1986). it is also generally agreed that in the period following the birth of an

impaired child, the mother’s emotional response repertoire may be significantly

diminished, and that the diminished repertoire may hamper development of

optimal attachment relations (Stahlecker & Cohen, 1985). Encountering a

disability generally precipitates a crisis and affects the entire family.

immediate reactions may be those of shock, disappointment, and

depression, with the family often following a fairly predictable series of stages of

adjustment (Seligman & Darling, 1989). In their review of research on parental

reactions to a diagnosis of child disability, Parker and Zuckerman (1990) found

common themes: shock, denial and bewilderment. During the initial

awareness stage, parents may be unable to comprehend the nature of their

child’s disability, no matter how sensitively or repeatedly it is explained. This

maybe part of an essential coping mechanism that allows parents to assimilate

‘1 ~ has graduallyand continue to fulfill their day-to-day responsibilities.

r " G‘s,'..’

‘ “1..havesuggested a similarity to the sequence of stages in the

"mermaids b5%meflares-31W .
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1 mganmstion (Seligman 8. Darling, 1989; Wright, at al., 1984;   ‘ ,1, Sointt and Stark (1961) developed a model of maternal

W9the birth of a disabled infant that influenced later research.

WW6were placed on the mourning process, but it was observed

w1mflwm(am presumably fathers) proceed in order from dissociation to

emotional disorganization to emotional re—organization over the early childhood

years (See Hodapp, 1995, for a review.)

in contrast, a number of studies reviewed by Wikler, Waslow 81 Hatfield

(1981) have suggested that the reactions and stages experienced by parents of

isabled children are not necessarily experienced sequentially. Their reactions

may, in fact, occur repeatedly, precipitated by various life crises and turning

points. Olshansky (1962) has argued that parents of mentally retarded children

do not ever completely abandon the grief process. Rather, he suggests the

normal reaction to the birth of a child with a disability is chronic sorrow. More

negative affect is reported among parents of school-aged children with

disabilities than parents of children without disabilities (Margalit & Ankonina,

1991).

Pearl (1993) identified stages specific to parental reactions to the

diagnosis of a developmental delay or disability in an infant: projection of

blame, mar, guilt, mourning, withdrawal, rejection and acceptance. Pearl sees

dummy-to withdraw and collect oneself as a healthy, necessary quallty. it is
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. . ntinteraction, with some forms of rejewon as falling to

u

I

n 7 ’ Wile-attributes, setting unrealistic goals, escaping by desertion.

 

Wefavorable impression to others while inwardly rejecting the

churning“, therefore, a normal component of grieving, can be directed

Md the disabled child (Shapiro, 1988).

While depression is a normal reaction to the birth of a disabled infant,

one might conclude that there is a variety of emotional responses inherent in

the acceptance process; and individuals vary in the amount of time it takes to

reach acceptance. Some never reach acceptance while others revisit the grief

process throughout the child's lifetime. The mother's own emotional history and

the specific meanings that she projects onto the child may further complicate

the specification of maternal emotional state (Hodapp, 1988). If depression is

an ongoing maternal emotion, it is likely that the quality of mother-infant

attachment will be affected.

There is far less research on the reactions of fathers to the birth of a

disabled child. Though paternal affect will be not measured in this study,

paternal beliefs are related to affect. A brief review, therefore, is important.

Cummings (1976) found that fathers of retarded children exhibited higher levels

of depression and impaired self-esteem. Lamb & Meyer (1991), in their review

ofBiudies of fathers’ reactions, found that fathers are more affected by the

Wthe disability, presumably because of their great sensitivity to socially

J ' andsvaluetions. Furthermore. becaueefathersonenhsve

. 13' - ear-damWWW

_. 1.x.
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' ‘eison- is diagnosed as having mental retardation. Dammeah

 

' i .2. ”Masked mothers and fathers retrospectively to describe their

Mmedians since the birth of their child with Down Syndrome. Mothers

WISdiffered in their reactions. Mothers more frequently described their

emotions as up and down repeatedly, whereas fathers reported early emotional

medians followed by later acceptance.

Parental Beliefs

Beliefs regarding disabilities in general are likely to affect relational

processes between mothers and their developmentally disabled infants. Very

little consideration has been given in the literature to maternal beliefs,

particularly concerning the mother’s historical view of disability and her current

beliefs about handicaps in relation to her own developmentally disabled child.

Employing an ecological perspective on the family, Gallimore, et al. (1989)

investigated the different "social constructions” held by families with

developmentally disabled children. They noted that some families believe their

priority to be that of the impaired child, doing all they can in terms of

intervention, while others felt their nondisabled children should receive more

time and attention. To Gallimore, et al., the meaning of this event and

Wnce in the family is the most important influence on the family’s

Wand how these behaviors are interpreted by each family member. In

wbyA‘ble-Booneand Stevens (1994),:iwasmnuutm  
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-, 2 . meanderstand their child's condition and how it may army

. it has been shown that perceptions of implications of the

 

Mybyfamily members, greatly influence their ability to cope

h Wilm; McCubbin & Patterson, 1983).

n xiv i : lnaddition, beliefs held by the father, as perceived by the mother,

regarding the infant’s disability may be relevant to the mother’s interaction with

her infant. Though we have almost no information regarding the impact of

differing parental beliefs on the maternal-infant relationship, Frey, et al. (1989)

found that mothers whose spouses had a more positive view of the child

became more positive themselves. Fathers' acceptance of the disabled child is

found to be instrumental in family acceptance (Pearl, 1993; Lamb & Meyer,

1991).'

Before their children are born, most parents of disabled children hold the

same stigmatizing views of the disabled that others in society hold. The

experience of giving birth to and parenting a child who is “different,” however,

usually has a profound effect on parents’ beliefs, values, and attitudes (Darling,

1991). Parents enter the birth situation, then, with a particular base of

knowledge, attitudes, expectations, and hopes. They possess varying degrees

of knowledge about disabilities and various attitudes toward people with

disabilities.

7m; warfamity's culture often shapes the beliefs they hold about disabilities
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and Gottlieb (1975) and others have shown that the mentally disabled are also

negatively labeled in our society. During the prenatal period, then, most

parents dread the possibility of giving birth to a disabled child. When a child

with disabilities is born, the parents must both respond to the birth and confront

their beliefs about disabled persons (Seligman, M., 1991).

Not all parents share the same perception of severity of the handicap.

Barsch (1964) asked parents to rank order a number of handicaps for severity.

Parents of cerebral palsied, organically brain damaged, and Down Syndrome

children tended to rate other problems as more serious than their own, although

they still ranked their own problem relatively high in seriousness. This finding

seems to indicate that while parents as a whole have a general sense of a rank

order of seriousness of disabilities, they tend to soften in seriousness that

perception in relation to their own child. Perhaps, over time, living with a

handicapped child normalizes the experience for these parents. On the other

hand, parents may be defending against acknowledgment of the seriousness of

the problem by changing their perception, and thus, experiencing less stress.

Leskinen (1994) found in his study of disabled children, aged 2-8, that

feelings of guilt and other-blame were not significant predictors of maternal

involvement with the child. Rather, the expectancy of the child’s developmental

progress predicted directly the higher degree of involvement with the child.

This was not true for fathers, however; and guilt on the part of the father was a

significant positive predictor of level of paternal involvement. The parents’
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hopefulness was the most significant predictor of their level of involvement with

the child as well as their emotional adjustment.

Positive beliefs can be conceptualized as “internal supports.” included

among “internal” supports are those family and personal characteristics that

enhance coping in stress and recovery following crisis. Such internal resources

would include concepts such as self-esteem, hope, and spiritual beliefs. Cook

(1963) found that differences in diagnostic category and severity of the child’s

handicap correlated with differences in child-rearing attitudes. He found a

strong authoritarian and more punitive trend among mothers of children with

Down Syndrome and cerebral palsy. Parental rejection was more likely to be

associated with a mild handicap, while parental overprotection was associated

with more severe conditions. Bailey & Simeonsson (1988) state that the

parents’ perceptions of the child’s behavior and characteristics are probably

more powerful determinants of parent-child interactions than any assessment

of the infant.

Stress

The earliest parenting research (in the 1960’s and 1970’s) of families of

devel0pmentally disabled children were “pathology focused,” with the disabled

child the cause of divorce, role tensions and stuck family cycles. Gradually,

however, researchers have shifted their focus to the presence of the child as a

“stressor” on the family system (Crnic, et al., 1983). Throughout the literature

of the 1980’s, authors refer to the diagnosis of childhood or infant disability as
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synonymous to a family crisis. According to McCubbin and Patterson’s (1983)

definition of a crisis, the birth of a disabled child can be described as a “crisis,”

since the stressor is extreme, very few families have existing resources to deal

with this unexpected event, and most families would identify the stressor as

severe.

Bailey & Simeonsson (1988) believe that, at the least, the birth of a

disabled child creates a stressor that has both physical and psychological

consequences for individuals and families. They conclude that ultimately,

stressors must be evaluated in terms of their effects on families. They found

studies documenting that seriously stressful events may bear a direct

relationship to subsequent illness and health status after the event. The extent

to which stress is experienced varies according to a number of factors. Child

factors such as temperament, caregiving demands, rhythmicity, behavioral

characteristics, severity of handicap, and type of handicap constitute one

source of variation in stress. A second source of variation in how stress is

experienced is individual and family factors, such as personal belief systems;

level of psychological functioning; age of parents; economic resources; and

support from extended family, friends, neighbors, and professionals. Active

coping, rather than avoidance, positive family relations, and opportunities for

personal growth are all important for positive affect in the face of stress for

parents of disabled children (Margalit & Ankonina, 1991).

While research generally supports stress as an ongoing factor in the

lives of family members when a child is disabled, McCubbin and Patterson
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( 1983) identify a factor which appears to influence the course of family

adaptation to a stress or crisis overtime: the pile-up of additional stressors and

strains. If a family experiences strains prior to or following the occurrence of a

crisis, these strains are exacerbated and families become aware of them as

demands in and of themselves. The number of additional strains and stressors

a family with a developmentally disabled child experiences is likely to affect

physically and psychologically the various dimensions of their relationships with

one another.

Maternal Perceptions of Support by Partner

It has previously been demonstrated that there is evidence in the

literature for the fact that additional stress is placed upon the caregivers of

disabled infants. Mothers of preschool handicapped children revealed higher

levels of reported stress compared to families with nonhandicapped children

(Wilton & Renaut, 1986). In a study by Bailey 8 Simeonsson ( 1988), mothers

of developmentally disabled children reported twice as many support needs as

fathers.

There also is evidence in the literature that maternal satisfaction with the

marital relationship is important to the mother’s interaction with her normal

infant. it is also generally accepted that marital satisfaction is directly related to

spousal perceptions of support given by the partner. In studies relating social

support to pregnant mothers, it was found that mothers who had access to

stronger social networks during their pregnancy reported lower levels of stress,
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anxiety, and depression, a better marital adjustment, and a more positive

attitude toward their pregnancy. Support from the husband was found to be

more effective than that from friends, neighbors, or relatives outside the home

(Crnic, et al., 1983). Conversely, in a study of maternal stress by Honig and

Winger (1997), it was discovered that having a mate in the home did not reduce

maternal stress. Only 60% of married mothers of disabled preschoolers listed

their spouse as a member of their personal support network. Little is known,

however, about how this process of spousal support acting as a buffer to stress

differs with respect to the developmentally disabled infant-mother dyad. It

appears that maternal marital satisfaction is also important (Beckman, 1983;

Friedrich, 1979) to the mother’s assessment of the support she receives from

herspouse.

Lamb 8 Meyer (1991) reviewed a few of the studies addressing the roles

of fathers: Fathers tend to perceive diagnosis of the disability as an

instrumental crisis and are concerned about the cost of providing for the child,

whether the child will be successful, and whether the child will be able to

support himself or herself in the future. Mothers, on the other hand, tend to

perceive the diagnosis as an expressive crisis and are thus especially

concerned about the emotional strain of caring for the child and about the

child’s ability to be happy. Fathers are more concerned than are mothers about

the adoption of socially approved behavior by their children, regardless of

disability, as well as the social status and occupational success of their

offspring. Therefore, fathers are more concerned about long-term implications
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of the disability than are mothers. When compared to mothers, fathers were

found to have more difficulty accepting a son with a mental handicap (Price-

Bonham & Addison, 1978) or physical disabilities (Tavormina, et al., 1981 .)

In the attachment literature with normal children it has been concluded

that there are characteristic differences between maternal and paternal

interaction styles, which ensure that mothers and fathers have distinct and

independent influences on their infants’ development. Fathers are noted for

their playfulness -- particularly physically stimulating play -- whereas mothers

are characteristically associated with caretaking and more conventional,

“containing” modes of play (Lamb & Meyer, 1991). The most common way in

which fathers influence attachment behaviors of their normal infants is indirectly

-- by way of influence on their wives. When the relationship between parents is

warm, fathers provide the emotional support that facilitates the formation of

secure and stimulating infant-mother relationships. The importance of maternal

perceptions of spousal support would depend not only on the father’s

involvement in child rearing but also the way in which he attributes meaning to

the event.

EgLental CongruencLof Beliefs Surrounding the Biihz

There seems to be nothing in the literature that would tie the mother’s

and father’s shared perceptions of the birth to mother feeling emotionally

supported. Nor is there anything in the developmental disability literature that

studies the effects on matemal-infant attachment when parental beliefs

concerning the infant are incongruent.
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Marital Satisfaction

This study will investigate the direct relational outcome of the birth of a

developmentally disabled infant on the marital relationship. This outcome

variable has a natural correspondence with all other aspects of the study. In

addition, there still is no consensus in the literature whether marital satisfaction

is influenced by the birth of a developmentally disabled child.

Belsky, et al. (1984) note that all marriages tend to deteriorate following

the birth of a baby. They found that mothers of both securely and insecurely

attached infants rated marital quality at 3 months following birth about the

same; but by 9 months, ratings of mothers of securely attached infants

stabilized, whereas those of insecurely attached infants continued to decline.

Barnard and Eyres (1979) found in their study of 200 families that a good

relationship between parents correlated with the mother’s involvement and

responsiveness with the infant.

Wright, et al. (1984) state that the crisis of a disabled infant’s birth was

found to have the potential for either bringing the parents closer together and

establishing mutual support or estranging the parents from one another.

Parents who were able to communicate their feelings and provide support for

each other during the crisis were able to adapt more successfully to the child’s

birth than those who could not communicate and who eventually separated.

Blacher (1984) states that the literature abounds with studies of the negative

impact of a disabled, primarily retarded, child on family functioning. She noted

that these studies show the birth of a handicapped child affecting in a negative
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way some or all of the following: the marital relationship, sibling relationships,

finances, relationships with friends and relatives. Kazak (1986) estimated the

rate of divorce of parents of diagnosed children to be twice the rate in the

general population. However, Kazak defines “diagnosed" to include all

disabilities experienced by children, some of which may be severe, requiring

much more care than others. Dyson (1991) found that more severe handicaps

are related to greater parental stress. Featherstone (1980) suggests that

marriages are influenced by stress of a disabled child in the following ways: (1)

parents can experience intense emotional responses; (2) the child may be

perceived as a symbol of shared failure; (3) the organized structure of the

family system can be restructured; (4) a potential area for marital discord has

been generated. Gath (1978) found that parents deciding to keep a Down

Syndrome infant at home led to marital problems in the first two years, but not

over a longer time span. While it is not conclusive that marital discord is

greater in these families, it is likely that the factors creating tension and discard

are different.

Summary

While, by law, early intervention services are now being provided to

families with children born with developmental disabilities, and these services

now include counseling as a focus of parenting, most of the research has been

in the area of maximizing the cognitive and physical functioning of the infant.

This review of literature reveals that very little is known about what might
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influence the process of mother-infant attachment interaction when an infant is

developmentally disabled. This information is notably missing with regard to

the beliefs of the parents about the disability and what the future holds for their

family. The very early stage of family adjustment when a less-than-perfect child

is born has seldom been studied, except retrospectively, due to the sensitive

nature of this process. In addition, the few studies found in the literature had

methodological flaws — namely, not Controlling for infant age and type of

disability.

it is known that some families seem to adjust better than others. It has

also been determined that most of these infants have been shown to be

securely attached in toddlerhood. However, other families continue to

experience severe stress that seems to affect the development of the mother’s

attachment to the infant, and contributes to a lessening of marital satisfaction.

It is important for counselors and therapists to be able to draw from a strong

knowledge base in their ability to partner with these families toward continuing

infant and family growth.
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CHAPTER III

METHODOLOGY

This chapter presents the research design including the research

objectives and the method of data collection. The sample is described on

demographic variables, which include size of family, characteristics of the

infant, and the age, income and education of the parents

Research Objectives

The objectives of this exploratory study were met by examining the

following:

1. The relationship between the level of functionality of maternal beliefs about

the infant’s developmental disability and the quality of the mother-infant

attachment interaction.

The relationship between the mother’s perceived level of congruence of her

spouse’s beliefs with her own beliefs about their infant’s disability and the

quality of her attachment interaction with her infant.

The relationship between the mother’s level of marital satisfaction and the

quality of the mother-infant attachment interaction.

The relationship between the level of functionality of maternal beliefs about

the infant’s developmental disability and her level of marital satisfaction.

The relationship between the mother’s perceived level of congruence of her

spouse’s beliefs with her own beliefs about their infant’s disability and the

level of her marital satisfaction.

The relationship between the mother’s level of satisfaction with the

emotional and instrumental support she receives from her partner and her

level of marital satisfaction.
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7. The relationship between the level of functionality of paternal beliefs about

the infant’s disability and the father's level of marital satisfaction.

8. The difference in the level of functionality of parental beliefs between Time 1

and Time 2 (three months later).

9. The difference between the mother’s level of satisfaction with the support

she receives from her partner between Time 1 and Time 2.

10.The difference between mothers and fathers on their levels of marital

satisfaction at Time 1 and Time 2.

11.The difference between Time 1 and Time 2 on levels of marital satisfaction

for mothers and fathers.

12.The differences on the quality of maternal-infant attachment interaction

between Time 1 and Time 2.

(A diagrammatic conceptual model for these objectives can be found in Figure

1.)
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Research Design

In order to carry out the objectives most effectively, a descriptive

exploratory study was designed, incorporating both qualitative and quantitative

research methodologies. it was descriptive of those factors that influence

parents of developmentally disabled infants in their levels of marital satisfaction,

and the quality of maternal-infant attachment interaction. The study design, a

longitudinal three-month study, began when the infants were three or four

months old, with assessment at that time and again three months later. A

purposive sample of 12 families with a developmentally disabled infant four

months old or younger and cared for in the parents’ home was recruited where

the parents were married and living together in the home environment. The

sample was obtained through early intervention service providers in a

midwestern state and included residents of urban, suburban and rural

communities. In addition, a chapter of The Down Syndrome Society, a parent

advocacy group, promoted this study through newsletters and meetings, and

some of the subjects were recruited through this organization.

Both quantitative and qualitative data were collected in the homes of the

subjects. This research was developed for the purpose of enhancing the

understanding of early interventionists and marriage and family therapists who

work with families experiencing social and emotional transitions as a result of

the birth of a developmentally disabled child. What is primary to this work is not

simply the objective facts regarding behaviors relevant to marital satisfaction

and mother-infant attachment interaction for this population. Equally important
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is gaining an understanding of parental beliefs about disabilities and what this

might mean in terms of the process of adjustment for these families. Numbers

and words are both needed if we are to understand the world of these families.

The qualitative interview data was seen as vitally important to a deeper

understanding. The intent of the qualitative analysis, therefore, was to

elaborate upon the quantitative analysis, thereby providing richer detail.

Firestone (1987) suggests that qualitative research persuades through rich

depiction and strategic comparison across cases, thereby overcoming the

“abstraction inherent in quantitative studies.”

There are various methods for obtaining qualitative data. True

ethnographic research often begins with a “general” idea of what the researcher

is hoping to find. As observations are made and themes noted, further

observations are made for confirmation and/or revision purposes, and this

continues until saturation has been reached and no new information emerges.

Several designs have evolved from this basic ethnographic model that fit within

the qualitative paradigm.

Most recently, many researchers have developed designs that link both

qualitative and quantitative data. This study represents an attempt to do this.

The researcher began by developing an interview guide (See Appendix D) that

allowed for an open discussion of parental beliefs. Clearly, the researcher had

previously developed a set of variables and knew the associations that she

wanted to examine. However, she was open to additional information that

might be elicited with regard to those variables in order to gain a deeper
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understanding of those relationships. Then an attempt was made to elicit a

numerical score from interview data based upon a scaling question following

each category of beliefs. This numerical score was included in the statistical

analysis. Further elaboration by participants was encouraged after they had

given numerical responses to their discussions. All of the interviews were

recorded through audiotape and later transcribed verbatim.

Finally, standardized instruments were administered to gather additional

quantitative data. The same method of data collection was implemented for

both Time 1 and Time 2. This linkage between the quantitative and qualitative

data analysis for this study can be conceptualized as follows:

Quant----------->Qual--------------->Quant--------------->Qual-------------->Quant

Variables Open -ended Scaling of Adding to or Standardized

Predetermined Discussion of Interview Confirmation of Instrumentation

Interview Categories Scores via

Questions Open-ended

Discussion

Sampling Procedures

Due to the nature of the study sample and the expected scarcity of

possible subjects, a nonprobability purposive sampling design was conducted.

For this reason, as well as the sample being limited to two-parent intact

families, this study cannot be generalized beyond the sample nor to single-

parent families. The study is also not generalizable to primary caregiving

fathers.

Recruitment of subjects took place over an 8-month period of time,

which was necessary to obtain twelve subject families. Early intervention
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service providers were contacted by newsletter, training sessions, and

telephone calls to inform him/her of the nature of the study and to ask him/her

to make initial contact with eligible families. These providers were given

specific verbal instructions on how to approach the family for the purpose of

asking if they might be interested in participating in the study. They were

instructed to mention the merit and nature of the study, the assurance of

confidentiality, and to ask if the parents would be willing to receive a phone call

from the primary investigator who would further explain the study. The primary

investigator was in weekly phone contact with each service provider who

expressed willingness to recruit subjects until all needed subjects gave

approval for participation in the study.

In addition, the primary investigator was in contact with a chapter of the

Down Syndrome Association for their assistance in similar recruitment. This

parental support organization is usually informed by the hospitals of the birth of

a Down Syndrome infant for the purpose of early parent contact. The

investigator submitted newsletter recruitment articles and made presentations

at monthly meetings of this organization. Families of developmentally disabled

infants aged 4 months or younger were eligible for participation in the study, if

the infant did not have a terminal prognosis, if the infant was being cared for in

the home environment, and if the parents were married and living together. An

attempt to recruit both parents into the interview process was made by the

investigator. However, three fathers declined to be interviewed due to time

constraints. Two fathers did not complete the Dyadic Adjustment Scale at Time
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1, however; and one of these two fathers did not complete this instrument at

Time 2. At the time of interviewing one family, it was discovered that their

infant had a genetic disorder that involved severe multiple impairments and

prognosis was terminal at childhood. This family was subsequently dropped

from the study. Therefore, a total of eleven subject families were part of the

quantitative analysis, with interview data collected from eleven study participant

mothers and eight fathers. Even though only eight fathers were present at both

interviews, one of the three absent fathers joined us for part of the interview at

Time 1‘. Thus, his scores are included in data on two of the interview

subscales (Hope and Meaning/Purpose). in addition, this father was willing to

complete the Dyadic Adjustment scale at Time 1 and Time 2, and one

additional father completed this measure of marital satisfaction at Time 2.

Therefore, The Dyadic Adjustment Scale was completed by eleven mothers at

Time 1 and Time 2, and nine fathers at Time 1 and ten fathers at Time 2.

Sample Description

Descriptive univariate statistics were computed to describe the sample

and the distribution on each of the demographic variables. In the computer

analysis. the sampling mean was computed to give the average of the scores

 

‘In spite of the fact that the researcher had difficulty getting fathers to participate in the study,

the percentage of fathers recruited was considerably higher than the 30% expected response

rate. Most researchers expect a much hig her response from mothers than fathers in parenting

couples studies.
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on each of these variables. Both the standard deviation and range was

computed to determine the variability of the sample characteristics.

Family Size: Subject families, all Caucasian, ranged in size from 3

members to 6 members, with an average family size of 4.27 members. This

indicates that the average subject family consisted of 2 adult parents and 2.27

children, which includes the developmentally disabled infant. (See Table 1.)

 

 

 

Table 1

Family Size

Family 3

Size

3 3

4 3

5 4

6 1

Mean = 4.27

SD. = 1.01

Infant Characteristics: All infants were full term and ranged in age

from 3 months to 4 1/2 months at the time of the first observation. Five infants

were 3 months old at Time 1, three infants were 3 1/2 months old, and three

infants were 4 1/2 months old. Six infants were boys and five were girls. Ten of

the infants were diagnosed with Down Syndrome soon after birth and one infant

was diagnosed with Prader Willi Syndrome within one week following birth.

Four of the Down Syndrome infants were found to have heart defects, which

were surgically reparable.
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Age ofParents: The oldest mother was 42 at the time of the first visit

and the youngest mother was 27. The average age of all subject mothers was

35. However, four of the mothers were 39 or older; and this, being consistent

with the findings for the occurrence of chromosomal abnormalities of infants

born to mothers in the general population, skews the average age toward the

upper end of the range. Fathers’ ages ranged from 28 to 40, with an average

age among all subject fathers being 34. (See Table 2.)

Table 2

Age Distribution of Parents

 

 

 

Mothers Fathers

Age N Age N

27-30 2 27-30 3

31 -34 4 31-34 3

35-38 1 35-38 2

39-42 4 39-42 3

Mean = 35 Mean = 34

SD. = 5.23 SD. = 4.45

Family Income: Family income is an ordinal variable with eight evenly

divided categories. The range of income categories for the subject families

extended from the $30,000 - $44,999 annual income category to the highest

income category, which was $120,000 and above. The mean income was 4.64

which is within income Category 4 ($60,000 - $74,999). Mean income is,

therefore, $69,149. However, since three families indicated that they were in

the “$120,000 and above” income Category 8, we cannot know the exact mean

since we are unable to determine how far “above” the $120,000 base for
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Category 8 these families received in annual income. In addition, since three

families fell within Category 8, income is skewed toward the higher end. (See

Table 3.)

Table 3

Annual Family Income

 

Income Category I
Z

 

less than $15,000

$30,000 - $44,999

$45,000 - $59,999

$60,000 - $74,999

$75,000 - $89,999

$90,000 - $104,999

$105,000 - $119,999

$120,000 and above@
3
9
3
9
9
9
3
0
3
7
‘

m
o
o
n
-
A
m
m
o

Mean = 4.61 ($69,149)

SD. = 2.38 (category)

Median = Category 4 ($60,000 — $74,999)

Parent Level of Education: Parent level of education Is an ordinal

variable, and subject mothers had minimum educational levels falling within a

range of high school completion (Category 4) to completion of a University

graduate degree (Category 9). Subject fathers had minimum educational levels

falling within a range of high school completion and some technical or trade

school education (Category 5) to completion of a University graduate degree

(Category 9.) The mean category of education level for mothers was 7.18 and

7.3 for fathers. These means fall within Category 7 — indicating that 2 years of

college have been completed. Seven mothers and four fathers had at least

four-year-college degrees. The median for mothers was Category 8 (four years
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of college) and the median for fathers was Category 7 (2 years of college).

This group, with its high levels of education, is not representative of the larger

population. (See Table 4.)

Table 4

Parents’ Highest Education Attainment Levels

 

 

 

Mother’s Education Father’s Education

Category _N_ Category _f\_l

4. High School 1 4. High School 0

5. High School plus 5. High School plus

trade or technical trade or technical

school 1 school 1

6. Some college 2 6. Some college 2

7. Two-year college 7. Two-year college

degree 0 degree 3

8. Four-year college 8. Four-year college

degree 5 degree 2

9. University graduate 9. University graduate

degree 2 degree 3

Mean = 7.18 (2 years college) Mean = 7.3 (2 years college)

Median=8 (4 yrs. College) Median-=7 (2 years college)

Data Collection Procedures

The setting was natural, with all data collected in the homes of the

participants. The primary investigator made all home visits and direct

observations of mother and infant interactions, and also administered all

assessment measures and conducted interviews. When conducting focused

interviews, the interviewer used an interview guide, but within this framework,

the interviewer had considerable flexibility. Each interview was, therefore,
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tailored to the particular family situation. However, after each subtopic was

covered through open-ended questions and responses, the related subscaling

question followed. The interviewer found, true to open-ended questioning, that

respondents summarized entire topics in one long sequence of statements, and

this was allowed. These are the characteristics that contribute to the great

flexibility of the focused interview, making it possible to obtain breadth, depth,

and richness of information. At the same time, the use of an interview guide

provides a degree of structure to the interview. This combination of flexibility

and structure supports the focused interview.

Within a few days of receiving notification from a service provider that a

willing participant family was available, the investigator made a telephone call to

the family and mailed a letter of explanation about the study. A followup phone

call was made a week later to determine if the family was committed to

participate and an appointment scheduled for the first visit. At the second

phone call, only one family declined to become a participant. At the time of the

first visit, participants were asked to sign the letter of explanation and consent

(Appendix B) and complete the Demographic Data Questionnaire (Appendix C).

Each of the interviews for all study group participants was conducted with

respect to the format previously described, as indicated by the interview guide.

It was also recognized that topics introduced by the respondents could be

further explored if the interviewer felt this important to elucidating and clarifying

perceptions relevant to this study. All interviews were audiotaped and
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transcribed verbatim for use in discussion of the study results. The two

separate visits are discussed as follows:

Time 1: At the time of the first interview, when the infant was between

three and five months of age, both parents were interviewed together,

empathically, in a focused, open-ended interview format. However, since

fathers declined to be interviewed in three cases, joint interviewing took place

for eight families and mother-only interviews occurred with three. Interview

questions were focused on the birth experience, their reactions to the

diagnosis, previous experience with developmental disability and reactions of

significant others. It was deemed important to establish rapport with the

families at this time. Both parents were administered the Dyadic Adjustment

Scale in nine of the cases. (Eleven mothers completed this instrument at Time

1 and nine of the fathers.) In addition, the mother was given the Beck

Depression Inventory, and the FILE. Each parent who participated in the

interview was then interviewed separately regarding his/her feelings and

beliefs, as outlined in Sections C, D, and E of the Interview Guide for Time 1.

(See Appendix D.) An infant feeding observation took place during this visit at

a regularly scheduled feeding time.

Time 2: This conjoint and individual interview session took place three

months after the first interview, when the infant was between six and eight

months old. The technique, for interviewing was similar to that of Time 1, with

the Interview Guide for Time 2 (Sections F and G) being used. In addition, the

Dyadic Adjustment Scale was completed by eleven mothers and ten fathers.
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Time 2 was expected to elicit any changes in responses from the previous

interviews, as well as change in attachment interaction during feeding.

The table depicting this data collection schedule can be found in

Appendix A. It was possible to stay very close to the schedule as outlined.

Instrumentation

Dvadic Adjustment Scale (DAS)

Author: G.B. Spanier, 1976. This instrument was used to measure relational

satisfaction of both parents. This 32-item instrument is designed to assess the

quality of the relationship as perceived by married or cohabiting couples. The

DAS was developed on a sample of married and divorced persons. The mean

score on the total DAS for the married sample was 114.8 (SD 17.8). The

research literature provides no evidence of differences in men’s and women’s

responses to the Dyadic Adjustment Scale (Spanier, 2001). A score of 100 or

less suggests that the couple’s relationship is distressed (Spanier & Filsinger,

1983). The higher the score, the better the perceived adjustment by the person

answering the question.

The DAS has excellent internal consistency with an alpha of .96. The

DAS has shown known-groups validity by discriminating between married and

divorced couples on each item. The instrument also has evidence of

concurrent validity, correlating with the Locke-Wallace Marital Adjustment

Scale. This instrument was selected based upon its acceptability in the field

and its familiarity to the investigator.
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Beck Depression Inventory - Short Form

Authors: Beck, Ward, Mendelson, Mock 8 Erbaugh, 1961. This is an

extensively used 21-item self-report measure that assesses current affective,

cognitive, motivational, and physiological symptoms of depression. Test-retest

stabilities of the BDI have been reported to range from .48 to .86 among

psychiatric patients and from .60 to .83 among nonpsychlatric subjects (Beck et

al., 1988) Split-half reliability of the scale has been found to be high (.86-.93).

Cutoff scores have been established, with 0-9 reflecting no or minimal

depression, 10-18 reflecting mild to moderate depression, 19-29 reflecting

moderate to severe depression, and 30-63 reflecting severe depression. This

instrument was used to measure depression levels for mothers, and depression

is a control variable for the study. It was chosen by the investigator based upon

its general acceptability in the field and the ease of its administration.

Nursing Child:Assessment FeedingScale (flCAST - Feedigq)

Author: Barnard (1979), revised for greater clarity of reading in 1994. This

observational scale was used to assess maternal-infant attachment interaction,

3 dependent variable for the study. This rating scale assesses four categories

of parent behavior in a feeding situation. These categories are the parent’s

sensitivity to the child’s cues, the parent’s ability to alleviate the child’s distress,

the parent’s social and emotional growth fostering activity, and the parent‘s

cognitive growth fostering activity. The categories of the infant are the infant’s

clarity of cues, and the infant’s responsiveness to the caregiver. The scale

contains multiple items for a total of 76 items (Barnard, et al., 1983). For data
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analysis, the four ordinal subscale scores were totaled and the sum used to

analyze the mother’s interaction with her infant. In addition, the mother/infant

total (6 subscales) was used to determine the quality of the mother/infant

attachment. The two infant subscales were also summed to determine the

contribution of the infant to the mother/infant total at both Time 1 and Time 2.

The reliability estimates of the subscales are 0.86 and there is a higher

reliability for the total score than for the subscales. Validity has been

demonstrated by a significant correlation of .54 with the HOME. The scale is

based on the theory of Child Health Assessment Interaction. The NCAST -

Feeding reportedly has the most complete information concerning reliability and

validity and is an excellent choice in terms of these two important features

(Munson 8 Odom, 1996).

The NCAST Feeding Scales were divided Into (a) the total score of the

mother, (b) the total score of the infant, and (c) the combined total feeding

score for mother and infant. The creators of the NCAST Feeding Scales give

means for various ethnic groups, as well as for level of education. Infants in the

normed population ranged in age from 1 to 12 months, with an average age

range between 5 - 6 months. They found the mother’s level of education to be

positively correlated with feeding interaction scores, but found no differences

with regard to ethnicity. Age was strongly correlated with level of education.

Adolescents were found to have the lowest scores on the scale and also the

lowest levels of education.
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In order to obtain a valid score from just one feeding observation for both

Time 1 and Time 2, the researcher called the study participant’s home early

during the day of observation to determine what feeding schedule the infant

was on for that day. This enabled the observer to plan her arrival at the home

to score what was determined to be a regular feeding time.

Training on this instrument is 16 hours or more until an interrater

reliability of .85 is reached. This investigator has been trained to reliability on

this instrument. This scale is widely used to identify children and families who

should be referred for intervention. It has appeal to the investigator based

upon it’s practicality of use. It does not require videotaping for the scoring of

additional raters, which is often felt to be intrusive to many mothers.

Family lnventog/ of Life Events and Changes (FILE)

Authors: McCubbin, Patterson, and Wilson (1982). The FILE is a 71-item self-

report instrument designed to measure the “pile-up" or sum of nonnormative life

events and changes experienced by a family unit in the past year. It was used

to measure the control variable, “Number of Stress Pileup Factors.” Mothers

were asked to respond by checking whether or not each event occurred within

the past year. National norms were based on approximately 980 couples

across the family life cycle, from young married couples to retired couples. The

overall scale reliability was .85. Correlations between the FILE and the Moos

Family Environment Scale ranged from -.42 to +42 for subscales and from -.24

to +23 on the total scale score. This scale was selected based upon the
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constructs that it measures, which closely correspond to the Operational

definitions of this variable.

Interviews

Although the interviews are not standardized instruments, information

regarding the interviews may be helpful for the reviewer at this point:

The interviewer/investigator used a combined open-ended and focused

interviewing technique inquiring about (1) parental beliefs surrounding the

infant’s birth, (2) maternal perceptions of the congruity of her partner’s beliefs

with her own, and (3) maternal perceptions of her partner’s emotional and

instrumental support. The focused interview has been described by many

authors (Bailey 8 Simeonsson, 1988) to be particularly well suited when

information is sought about complex, emotionally laden topics or about values,

beliefs, or attitudes underlying an expressed opinion or behavior. These

interviews were audiotaped and transcribed primarily for discussion purposes.

In addition, parents were asked to summarize their answers to the open-ended

questions by scoring their beliefs and feelings on a 5-point Likert-type scale that

was created by the investigator. The procedure for conducting the focused

interviews and the interview guides are discussed in the section entitled

“Techniques of Data Collection.” Also refer to the Interview Guide and Scaling

Format in Appendix D. The interview guide was given to a panel of two child

development professionals and three parents of children with disabilities for

review and approval. Approval was obtained from all three parents. One

professional gave approval and also gave suggestions for future use of this
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measure. The second professional gave approval contingent upon closer

examination of this study. She did not have an opportunity to do this, however.

It was then decided that a requisite number of critiques had been obtained to

contribute to the face validity of this measure.

Study Contributions and Limitations

This study will contribute to existing knowledge of parent-infant

attachment formations, and, more specifically, to the attachment interaction of

developmentally disabled infant-mother dyads, which may differ in many

respects from the normal mother-infant dyad. Since attachment interaction

leading to quality of later attachment influences later child and family

development psychologically, socially, and cognitively, a better understanding

of this interactive process is important to the enhancement of functioning in

these families. This study may have strong implications for the work of family

therapists. It may enable them to design clinical interventions to enhance

developmentally disabled infant-mother interactions when that interaction is

stressed. In addition, the knowledge gained through this study can help them

assist families where the marital relationship is in distress, and is likely to assist

early intervention specialists in designing early intervention programs for these

special needs families.

This study is limited in its focus on two-parent intact families of

developmentally disabled infants. This family structure, of course, excludes a

large population. It is haped that some of those “meaning” variables that were
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determined to be significant, can be applied to future studies with a broader

population. It may be possible to develop instruments for which those

significant meaning variables can be operationalized.

It is also acknowledged that this study is limited to the study of maternal-

infant attachment interaction. Society is changing from its traditional views of

the mother as exclusive primary caretaker of the children, and more men are

acknowledging this to be their role in the family. However, while societal

ideology changes more rapidly than actual practice, it is still the case that

fathers represent a very small percentage of primary infant caregivers. A future

study with male representation in the primary caregiver sample may be

possible, given the increasing numbers of fathers who are becoming primary

caregivers.

This study is also limited by examining very early attachment interactions

and the processes that influence the infant-mother attachment formation over a

six-month period. While this is an important phase of the attachment process,

it does not explain possible additional factors to this process occurring when

the child enters other developmental stages. It Is the desire of the primary

investigator to continue her investigation with these families over the course of

time. Therefore, this is anticipated to be the beginning of several additional

studies examining the attachment process with special needs families.

The study is also limited in its population generalization by the small

numbers of participants Included. It is beyond the scope of the study to include

large numbers of participants, but justification can be made for this factor based
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upon the nature of the population. It would be difficult to recruit large numbers

of two-parent families with infants diagnosed with developmental disabilities at

birth due to the incidence of these occurrences in the midwestern area from

which the sample was recruited. A future study might include more

metropolitan populations for a larger sample selection.

In addition, the characteristics of children in the sample limit

generalization only to families with infants disabled from developmental delays

that are diagnosed at birth. The study results may not have application to

families of infants with other types of disabilities.
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CHAPTER IV

FINDINGS

This chapter will include, first, descriptive statistics on each of the study

variables, excluding demographic variables on the sample, which were

presented in the Sample Description, Chapter III. Following the descriptive

statistics, this chapter will present quantitative findings followed by qualitative

data findings for each of the research questions.

Descriptive Statistics of Studx Variables

Descriptive univariate statistics were generated for the sample on each

of the independent, dependent and control variables for the study. The

sampling means and standard deviations are given, discussed and followed by

Tables.

NCAST Feeding Scale: In this study, the families that comprised the

sample were all Caucasian, all had completed high school, and the youngest

mother was 27 years of age. This sample of mothers is similar to the sample

norms described by the authors of the NCAST Feeding Scales as HighEd

Adults, and those norms are shown in Table 5.

In the present study the mother's score for Time 1 (when the infant was

3-5 months old) ranged from 29 to 46, with a mean score of 39.27 (SD 4. 73).

The infant’s score at Time 1 ranged from 5 to 21 with a mean score of 12.45

(SD 3.96). The combined mother-infant total score ranged from 40 to 67, with

68



a mean score of 51.45 (SD 7.17). These scores are lower than the scores for

the normative sample. (See Table 5.) This could be explained by the fact that

the feeding score in this study was between mothers who had infants younger

than the mean for the normative sample. It might also be noted that, based on

the researcher’s observations, the infants' developmental interaction levels

appeared to be lagging already at the Time 1 observation.

The mother’s score at Time 2 (when the infant was 6-8 months old)

ranged from 34 to 47, with a mean score of 39.36 (SD 4.46). The infant’s score

at Time 2 ranged from 12 to 21, with a mean score of 16.45 (SD 2.73). The

combined mother-infant total score ranged from 47 to 65 with a mean score of

55.55 (SD 6.44). Again, these scores were lower than for the normative

sample, but the increase in scores from Time 1 to Time 2 are likely to be

reflecting the increased capacity of the infant to respond to the mother. Also, at

Time 2 the infants were observed to have gained in their developmental ability

to initiate interaction. See Table 5 for comparisons between the study sample

means and the means for the normative sample.
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Table 5

NCAST Feeding Scores for Time 1 and Time 2

 

NCAST Mean for Study Sample Mean Study Sample Mean

 

 

HighEd Group Time 1 Time 2

Mother’s Score 41.18 39.27 39.36

Infant’s Score 20.20 12.45 16.45

Total Score 61.38 51.45 55.55

80. Mother 5.95 4.73 4.46

SD. Infant 3.86 3.96 2.73

SD. Total 8.74 7.17 6.44

Depression: Mother’s depression was measured at both Time 1 and

Time 2 by the Beck Depression Inventory. The following cutoff score guidelines

have been determined for this instrument:

(a) none or minimal depression = less than 10

(b) mild to moderate depression = 11 - 17

(c) moderate depression = 18 - 29

(d) severe depression = 30 - 63

The mean Beck Depression Inventory scores for minimal, mild, moderate, and

severe classifications, respectively, according to Beck (1967, pp. 196) are 10.9

(SD 8.1), 18.7 (SD 10.2), 25.4 (SD 9.6), and 30.0 (SD 10.4).

For this study, the range of scores for Time 1 was between 0 and 16 with

a mean of 5.45 (SD 5.05). The range of scores for Time 2 was 0 to 9 with a

mean of 4.45 (SD 3.5). Only two subjects scored high enough to be classified

as minimally depressed at Time 1, and at Time 2 these scores were further

reduced. Thus, at Time 2 depressive symptoms fell below the score for

minimal depression.

70



Interviews with Mothers and Fathers Regarding Beliefs}: The

interviews included open-ended questions. After each group of related

questions, a summary-scaling question was asked that yielded the level of

functionality of the mother’s and father’s beliefs for that particular group of

questions. All eleven subject mothers participated in the interview. However,

at Time 1, two fathers declined to be interviewed (were not present at the

interview), and one additional father was present for only a portion of the

interview. All three of these fathers were unavailable for the interview at Time

2. The interview subscales that followed each group of related questions give

more information than the total score. These subscales will be discussed

below, followed by discussion of the total score for all the subscales. Since the

interview scale was developed by this researcher, no norms have been

established.

Subscale scores include: (a) mother’s beliefs about disabilities prior to

the birth of the disabled infant; (b) father’s beliefs about disabilities prior to the

birth of the disabled infant; (c) mother’s belief in a purpose or special meaning

for this birth; (d) father’s belief in a purpose or special meaning for this birth;

(e) mother’s early birth experiences, including her early emotional reactions and

information resources provided her; (f) father’s early birth experiences including

 

’Two families learned of their infant’s diagnosis three to four months prior to the birth. However,

scores do not reflect this prior knowledge.
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his early emotional reactions and information resources provided him; (9)

mother’s hope for a positive future for the infant and for the family; and (h)

father’s hope for a positive future for the infant and for the family.

Descriptive statistics for each of these subscales follow:

(a) Mother’s prior beliefs about disabilities. This subscale had 5 points

possible, with a score of 5 indicating that the mother’s exposure to

developmentally disabled persons was completely positive, and she

thus had formed only positive beliefs about developmental disabilities

prior to the birth of her infant. A low score would indicate the

opposite - that her previous experiences with individuals who had

developmental disabilities were negative. The range of scores,

computed at Time 1 only, was from 2 to 5, with a mean of 3.64 (SD

1.21). (See Table 6.)

(b) Father’s prior beliefs about disabilities. Eight participant fathers were

asked the same subscale questions as mothers and subsequently

gave a summary scale score in the same manner as did mothers.

The range of scores for fathers, computed at Time 1 only, was from 2

to 5, with a mean of 3.0 (SD .93). Fathers had a slightly lower mean

on this subscale than mothers, indicating a tendency for some fathers

to have formed less positive beliefs about developmental disabilities

prior to the birth of their child than did mothers. (See Table 6.)
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Table 6

Parents’ Previous Beliefs about Disabilities

 

 

 

Mothers Fathers

Score [\j Score fl

5 3 5 1

4 4 4 0

3 1 3 5

2 3 2 2

Mean = 3.64 ' Mean = 3.0

SD. = 1.21 SD. = .93

(c) Mother’s belief in a purpose. This subscale consisted of questions

that were intended to contribute to the overall score on the

“hopefulness” subscale. However, this “belief in a purpose” by

mothers was discovered to stand alone in its salience and is,

therefore, being treated as a separate variable (Meaning/Purpose) in

the analysis of “Functional Beliefs.” It was also scored as a part of

the “hopefulness” subscales (g and h) and will be discussed later.

Following an open-ended discussion regarding the kinds of

meanings held by the mother regarding the infant’s disability, as well

as her belief that there was a purpose or a meaning for this event in

her life, she was asked a scaling question. Five points were possible.

If her score was a 5, this indicated that she believed in a purpose for

this event and that meaning was either to be discovered or was

already discovered by her. Some mothers talked about this event as

enhancing their personal and family growth. Some mothers stated a

spiritual purpose for their infant’s disability. The range of scores at
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Time 1 was from 3 to 5, with a mean of 4.37 (SD .81), indicating that,

for the most part, mothers attributed a special purpose or meaning for

this event their lives. At Time 2, the range was from 3 to 5, with a

slightly lower mean of 4.18 (SD .87). (See Table 7.)

(d) Father’s belief in a purpose. The scores for fathers were computed

in the same manner as for mothers. At Time 1, the range of scores

for nine fathers was from 1 to 5, with a mean of 3.78 (SD 1.48). At

Time 2, scores were obtained from eight fathers, and the range was

again 1 to 5, but the mean dropped to 3.0 (SD 1.77). This would

indicate that at Time 2 some fathers had changed their belief in a

purpose or special meaning or were questioning this in their lives.

Mothers scored higher than fathers at both Times 1 and 2 on this

subscale, indicating that mothers were better able than fathers to find

meaning or a purpose for their infant’s disability. (See Table 7.)

Table 7

Parents’ Belief in a Purpose

 

 

 

Mothers Fathers

Time 1 Time 2 Time 1 Time 2

Score fl Score _l\_l Score I_\l_ Score 5

5 6 5 5 5 4 5 3

4 3 4 3 4 2 4 0

3 2 3 3 3 1 3 1

2 0 2 0 2 1 2 2

1 0 1 0 1 1 1 2

Mean = 4.37 Mean = 4.18 Mean = 3.78 Mean = 3.0

SD. = .81 SD. = .87 SD. = 1.48 SD. = 1.77
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(e) Mother’s early birth experiences. Mothers were asked to recall their

emotional reactions to the diagnosis of their infant, the manner in

which they were informed and the helpfulness of the information

given them at the time of diagnosis. After discussion, they were

asked three scaling questions, yielding 15 possible points. The

higher the score, the more positive their emotional reaction, the

greater empathy they perceived conveyed by medical staff who

informed them, and the greater degree of helpfulness they assigned

to the information given them. The range of scores at Time 1 was

from 7 to 14, with a mean of 9.59 (SD 2.34). This subscale was not

administered at Time 2, since recall was considered to be most

accurate at Time 1. (See Table 8.)

The means for each of three subscales (1 to 5 points possible

for each) for Mother’s Early Birth Experiences were: emotional

reaction, 2.14; sensitivity of manner in which they were informed of

the diagnosis, 3.64; and their satisfaction with informational

resources given them, 3.82. It appears that mothers were satisfied

with the information they received and moderately satisfied with the

manner in which they were informed of the diagnosis. However, their

emotional reaction to the diagnosis was moderately low, indicating

the emotions experienced were negative, which was expected.

(f) Father’s early birth experiences. Fathers contributed to the

discussion regarding emotional reactions to the diagnosis, the
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sensitivity of the manner in which they were informed, and the

helpfulness of information given them. The range of scores for eight

fathers at Time 1 on this subscale was from 7 to 13, with a mean of

9.0 (SD 2.07), which is slightly lower than the mean for mothers.

Fathers, therefore, believed their early birth experiences to be less

favorable than mothers. (Parents were scaled on these questions

while in the company of each other and after conjoint open

discussion.) (See Table 8.)

The means for each of the three subscales (1 to 5 points

possible for each) for Father’s Early Birth Experiences were:

emotional reaction, 2.0; sensitivity of manner in which they were

informed of the diagnosis, 3.13; and their satisfaction with the

informational resources given them, 3.88. As with mothers, their

emotional reaction reduced the mean for this Early Birth Experiences

scale for the fathers. In fact, their score on the emotional reaction

subscale was less than that of mothers. This was also true for their

judgment on the sensitivity of the manner in which they were

informed. They rated the informational resources given them slightly

higher than the mothers did.
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Table 8

Parents’ Early Birth Experiences

 

 

 

Mothers Fathers

Score l_\l_ Score I!

14.0 1 13.0 1

13.0 1 11.0 1

11.5 1 9.0 2

10.0 1 8.0 2

9.5 1 7.0 2

9.0 1

8.5 1

8.0 2

7.0 2

Mean = 9.59 Mean = 9.0

SD. = 2.34 SD. = 2.07

(9) Mother’s hopefulness. Mothers were asked a series of open-ended

questions regarding their current adjustment, their view of the infant’s

prognosis and its effects on the family currently and into the future,

and the assignment of blame on either the self or the partner. In

addition, this subscale included the meaning and purpose score

mentioned above. Four scaling questions comprised this subscale

with 20 possible points. Again, a score near 20 indicated the mother

carried no guilt for her child’s condition, she believed the prognosis to

be positive rather than negative, and she had a great deal of hope for

the future. The range of scores at Time 1 was from 15 to 20, with a

mean of 17.86 (SD 1.7). At Time 2, the range of scores was 16 to

20, with a mean of 18.0 (SD 1.67). (See Table 9.)
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(h) Father’s hopefulness. This same subscale was administered to

fathers. Nine fathers were available and agreed to scale their beliefs

at Time 1, and eight fathers scaled their beliefs at Time 2. At Time 1,

the range of scores for fathers was from 8 to 20, with a mean of 16.0

(SD 4.24). At Time 2, the range was 9 to 20, with a mean of 16.13

(SD 3.91). It is noted that, while the mean on this subscale was

lower for fathers than mothers at both Times 1 and 2, the range was

greater. Two fathers scored considerably lower on this subscale,

somewhat skewing the mean. The mean for both mothers and

fathers was slightly higher at Time 2 than at Time 1. (See Table 9.)

Table 9

Parents’ Hopefulness

 

 

 

Mothers Fathers

Time 1 Time 2 Time 1 Time 2

Score N Score N Score N Score N

20 2 20 3 20 1 20 2

19.5 1 19 2 19 2 18 2

19 2 18 1 18 2 17 1

17 4 17 2 17 1 15 1

16 1 16 3 15 1 12 1

15 1 10 1 9 1

8 1

Mean = 17.86 Mean = 18.0 Mean = 16.0 Mean = 16.13

SD. = 1.7 SD. = 1.67 SD. = 4.24 SD. = 3.91
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Total Interview Scores of Beliefs for Mothers and Fathers. When

these subscales were totaled for both mothers and fathers, it was necessary to

add those two subscales that were administered at Time 1 only (“prior beliefs

about disabilities” and “early birth experiences”) to the subscale scores

obtained at Time 2. This computation process yielded the same possible 45

point total for both Times 1 and 2.

Mother’s total. Total interview scores for all 11 mothers at Time 1

ranged from 30 to 44. The mean at Time 1 for the total interview was 35.55

(SD 4.5). At Time 2, the total range of scores was from 29 to 44 with a mean of

35.41 (SD 4.36). Clearly, although over all 5 subscales, mothers’ scores

dropped slightly from Time 1 to Time 2, their beliefs remained fairly consistent

and quite positive from Time 1 to Time 2. (See Table 10.)

Father’s total. Total interview scores for fathers at Time 1 ranged from

20 to 41. The mean for the eight fathers at Time 1 was 31.38 (SD 6.99). At

Time 2, the range for fathers was from 21 to 37, with a mean of 31.13 (SD

5.59). Fathers scored lower than mothers at both Times 1 and 2, with scores

dropping slightly at Time 2. Over all five subscales their scores remained fairly

consistent from Time 1 to Time 2. Although fathers had a greater range of

scores in comparison to mothers, the small sample size precludes drawing any

specific conclusions about this. (See Table 10.)
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Table 10

Mean Functional Belief Scores of Parents

 

Mother Father

Time 1 Total Time 2 Total Time 1 Total Time 2 Total

 35.55 (SD 4.5) 35.41 (SD 4.36) 31.38 (SD 6.99) 31.13130 5.59)

Mother’s Satisfaction with Partner Support: Following interview

questions with regard to the kinds of support the mother receives from her

partner, both instrumental and emotional, mothers were asked to scale their

satisfaction with that support at both Time 1 and Time 2. Twenty points were

possible. The range at Time 1 was 13 to 19, with a mean of 17.18 (SD 1.62).

The range at Time 2 was 12 to 20, with a mean of 17.05 (SD 2.91). Although

the mean remained fairly consistent between Time 1 and Time 2, the range

was greater at Time 2. Three mothers raised their scores to the highest

possible score (20) and two mothers dropped their scores below the Time 1

lowest level (13). This indicates that some mothers felt they were receiving

more support, and some felt they were receiving less support at Time 2. (See

Table 11.)
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Table 11

Mother’s Satisfaction with Partner Support

 

 

 

Case Time 1 Score Time 2 Score

1 17.0 17.5

2 17.0 17.0

3 19.0 20.0

4 13.0 16.0

5 19.0 20.0

6 18.0 12.0

7 17.5 19.5

8 16.5 15.0

9 18.0 20.0

10 17.0 12.5

11 17.0 18.0

Mean = 17.18 Mean = 17.05

SD. = 1.62 SD. = 2.91

Mother’s Belief that her Partner's Beliefs are Congruent with her

own: After the mother scaled her own beliefs and hopes for the future of her

infant and her family, she was asked to scale her husband’s beliefs on the

same questions. These data were collected at the interview for Time 1 only3. A

score of 0 would indicate the mother did not believe that her husband’s beliefs

were at all congruent with her own. A score of 5 would indicate that she felt her

husband believed the same way that she did on the scaling questions asked.

The range was .5 to 5, with a mean of 3.55 (SD 1.35). (See Table 12.)

 

fie level of congruency was obtained by first deterrnini ng the difference between the mother’s

self-scaling scores on “hopefulness” and the scores she gave her husband. In order to analyze

the level of congruency more directly, scores were then reversed (5:0, 4=1, 3:2, 2:3, 1:4,

0=5).
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Table 12

Mother’s Perception of a Congruency Between

Her Beliefs and The Beliefs of her Partner

 

Score N

(from high congruency

to low congruency)

 

5.0

4.5

4.0

3.0

2.0

.5

A
A
N
A
A
N

Mean = 3.55

SD. = 1.36

Family Inventory of Life Events (FILE): The FILE is a measure of

intra-family strain (more specifically, number of stressors) that was

administered to mothers at Time 1. Mothers were asked to indicate which of

the listed events occurred during the past 12 months.4

The authors of this instrument determined norms for a large population

across the life cycle. They provide a mean of 9.21 stressors (SD 5.6). In this

study, the range of number of stressors was 0 to 19, with a mean of 10.09 (SD

5. 72), indicating that mothers were reporting a slightly higher number of

stressors than for the normative sample. (See Table 13.).

 

 

4One mother reported no stress in her life including the birth of the infa nt. The researcherdvggz

concerned about the validity of this respondent's score. Therefore, a second analysrs Yarsrledian

omitting that mother's score. The mean then increased to 11.1 ( SD 489): The samp e Thisthen also increased to 12 stressors, which is considerably higher than the "omatwe mean.score was computed in subsequent analyses, however.
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Table 13

Family Inventory of Life Events (Family Stress)

 

Score (No. of Stressors) N

0 1

4 1

6 1

8 1

9 2

1 0 1

14 1

16 2

1 9 1

 

Normative Mean = 9.21 (SD 5.6)

Sample Mean = 10.09 (SD 5.72)

Median = 9

Marital Satisfaction of Both Parents: The Dyadic Adjustment Scale

(DAS) was used to measure the relational satisfaction for both parents. In this

study, the range at Time 1 for mothers (N 11) was 93 to 136, with a mean of

113.68 (SD 14.1). The range at Time 1 for fathers (N 9) was 99 to 139, with a

mean of 119.22 (SD 15.21). The range at Time 2 for mothers (N 11 ) was 96 to

138, with a mean of 115.82 (SD 14.34). The range at Time 2 for fathers (N 10)

was 94 to 140 with a mean of 116.5 (SD 17.12). The mean for the mothers

went up from Time 1 to Time 2, while the mean for the fathers went down.

(See Table 14). It appears that mothers’ marital satisfaction increased from

Time 1 to Time 2, whereas fathers indicated a decrease in marital satisfaction

from Time 1 to Time 2. One couple was in the “distress” range (below 100) at

Time 1, and remained there at Time 2, with the husband indicating even lower

marital satisfaction at Time 2. Another couple scored only a couple of points
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over the “distress” range at Time 1, and by Time 2, both of their scores dropped

into the “distress” range. One other wife reported scores in the “distress” range

at Time 1 (her husband scored 108), and increased her score at Time 2, but

still scored within the "distress range.” Those couples who scored in the 120’s

and 130’s at Time 1, remained in those same ranges at Time 2. (See Table

14.)

Table 14

Marital Satisfaction of Both Parents

 

 

DAS Normative Mean Mothers’ Fathers’

Mean Mean

Time 1 114.8 (married) 113.68 (n 11) 119.22 (n 9)

SD 17.8 SD 14.1 SD 15.21

Time2 115.82 (n11) 116.5(n 10)

SD 14.34 SD 17.12

 

Quantitative and Qualitative Findings by Research Questions

In view of the fact that this study is exploratory and sample numbers are

limited to eleven mothers and eight fathers for most of the statistical measures,

the quantitative findings will be supported and elaborated upon with qualitative

data. The quantitative analysis and qualitative supportive data analysis will be

presented in the order of the research questions and objectives. Summary

tables will follow the quantitative findings for groups of related research

questions as follows:
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Questions 1, 2, and 3: Predictors of Maternal-Infant Interaction — Table 15

(page 103)

Questions 4, 5, and 6: Predictors of Maternal Marital Satisfaction -— Table 16

(page 124)

Question 7: Predictors of Paternal Marital Satisfaction — Table 17 (page 133)

Questions 8, 9, 10, and 11: Differences Between Means on Functionality

of Beliefs between Mother and Father, Marital Satisfaction and

Mother’s Satisfaction with Partner Support Between Time 1

and Time 2 - Table 18 (page 151)

Question 12: Difference Between Means of Maternal-Infant Attachment

Interaction Between Time 1 and Time 2 — Table 19 (page 153)

Correlations were run to provide data for answering the first seven

research questions. Partial correlations were also run on subgroups formed on

the control variables. Results are considered significant at p < .05. Correlations

were computed using Spearman’s rho. This is a nonparametric rank-order

correlation coefficient, which measures association at the ordinal level. Unlike

the Pearson correlation, which makes the assumption that the data come from

a bivariate normal population, no assumptions are made about the nature of

the population samples for the Spearman correlation.

To examine whether differences between group means were statistically

significant, the researcher decided to use the Wilcoxson Matched-Pairs Signed

Ranks Test. This is a nonparametric test for use when samples are small and

groups are not independent of each other - is. related. Since this study is

exploratory and hypotheses were not generated, this statistical measure was

used solely for the purpose of examining differences as they might add clarity

to the research questions and objectives. Therefore, as differences approach a
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level of significance according to this statistical measure, they are to be

interpreted cautiously for the purpose of analyzing this particular sample and

not as they might apply to another population.

Qualitative data was analyzed in the following manner:

. Audiotape recorded data was transcribed verbatim.

Predetermined variables were manually coded onto the

transcribed data.

Data from each case were then divided and grouped according to

each variable code.

Within each variable code, further analysis was made for common

themes that emerged, and themes were indexed for comparison

across cases.

(1) Is there a relationship between the level of functionality of

maternal beliefs about the infant’s developmental disability and the

quality of the mother-infant attachment interaction?

Quantitative Findings: Level of Functionality of Beliefs was determined

by summing the total interview scores of mothers. This total score included

subscale scores regarding mothers’ beliefs about developmental disabilities

prior to the birth of her infant, the manner in which she felt she was informed of

the diagnosis, the quality of information given her, her emotional reactions, and

her current beliefs and hopes for the future.
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The scores representing the Level of Functionality of Maternal Beliefs

were correlated with the mother’s score, as well as with the combined mother-

infant interaction scores on the NCAST Feeding Scale. These correlations

were computed for both Time 1 and Time 2. The results of these correlations

are depicted in Table 15. Very weak, if any, (Time 1: r = -.03, r = -.14; Time 2:

r= .15, r :01) associations were found between the mother’s beliefs and her

interactions with her infant at Time 1‘or Time 2. None of these associations

reached the threshold of significance at the .05 level or better.

As the researcher proceeded with the interviews, one of the interview

subscales began to signal some singular relevance — the mother's belief in a

purpose or meaning for this event in her life. Based upon this evolving data,

the researcher decided to look at this “Meaning/Purpose” subscale within the

“Functionality of Beliefs” scale in greater depth. Therefore, the score given by

the mother regarding her belief in a purpose or meaning for this event was

correlated separately with the NCAST feeding interaction scores for both Time

1 and Time 2. Spearman rho correlations were run on both the mother-infant

feeding score, as well as the mother-only feeding interaction score. The

mother-only feeding interaction score was deemed by the researcher to be

more important than the infant’s scores for this particular study, due to the

emphasis placed on “mother" variables. In addition, developmental delays

observed in the infant’s interaction were likely to be influencing the combined

mother-infant interaction score.
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The correlation results for Meaning/Purpose Subscale and Mother-Infant

Feeding Interaction (mother-only NCAST score) analysis are summarized in

Table 15. A moderate positive correlation5 was found at Time 1 for this

subscale and the mother-only interaction score, and it approached a

significance level (r = .54, p < .10). While this subscale did not associate as

strongly with the infant-only interaction score (r =.10), the combined mother-

infant interaction score at Time 1 did show a moderate positive correlation for

this particular sample (r = .46) but was not significant at the .05 level. At Time

2, the mother’s interaction score was again found to have a moderate, positive

correlation with Meaning/Purpose for this sample (r = .41 ), but there was a low

association (r = .27) between this Meaning/Purpose subscale and the combined

Mother-Infant Feeding Interaction score.

The original association for Time 1 was run again, controlling for

mother’s age (r = .62), income (r = .68*), family size (r = .72*), education (r =

.54) and stress (r = .77*), sequentially. For most of these partial correlations,

the association between Meaning/Purpose and Mother’s NCAST Feeding Scale

increased in strength.

When the relationship was partially correlated with Level of Depression,

the strength of the original relationship diminished somewhat from r = .54 to r =

.46. The correlation did not reach the .05 significance level. As mentioned

A

5It is acknowledged that the descriptive modifiers for correlations in this study — is. “mild,”

“moderate” — are conservative and are based upon scientific studies in general. In social

science research, however, it is rare to find correlations higher th an r = .60, and correlations

above r = .50 are often described as “high” with correlations above r = .60 as “strong.”
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previously (p. 70), actual scores on Depression were low, and only two mothers

scored in the “mild” clinical depression range on the Beck Depression Inventory

However, it appears that Level of “Depression” (or what might more

appropriately be labeled “affect”) may account for some of the relationship

between mother’s belief in a purpose or meaning and her interaction with her

Infant — particularly at Time 1.

When the total score for all subscale categories of beliefs of the mother

was correlated with her feeding interaction, no significant associations were

found. This was true for additional subscales, with the exception of one —

Meaning/Purpose. The Mother’s Belief in 3 Meaning or Purpose for this Event,

which was determined to be a functional belief, did associate moderately with

her Feeding Interaction at Time 1. There was a mild association between these

two variables at Time 2. Therefore, it appears, that for this small sample of

mothers, one might conclude that mothers who had a conviction that there is

either (a) a spiritual purpose for the infant being placed in her care or (b) that

she will derive a meaning for the birth of her developmentally-disabled child —

perhaps adding to her own individual growth or the growth of others —

contributed to the quality of her interaction with her infant.

Qualitative Findings: Qualitative data seem to support the importance

of mothers deriving a meaning for this event in their lives. Meaning/Purpose

related to her interaction with her infant, as well as her satisfaction with her

marital relationship, will be discussed later.
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Those mothers of strong religious faith (3 total) indicated that the birth of

their child was part of God’s plan for them. It might be noted here that several

mothers were recruited from a regional area where religious conservatism

contributes to the makeup of the population. One of these mothers said:

We believe that God has placed (child) in our family for a specific

reason. We may not know what that reason is now, and we may

never know, but I truly believe that he was placed with us for a

specific reason. I believe it has made my faith stronger.

Another mother believed that her faith has held her up through this experience.

I don’t know how people who don’t have that trust in God - how

they’d get through this. Once I came to the realization that the

important thing is, you know, God has a plan for her life and has a

very special plan for her and for our family now - once I came to

that realization, then it didn’t seem so bad any more.

One additional mother, who did not speak as zealously about her religious faith,

but said she attended church worship services, said I think we both felt that

God knew what he was doing when he gave (child) to us.

The aforementioned mothers attributed a spiritual purpose and meaning

for their infant’s disability. For others, meaning was interpreted as a growth

opportunity for those who come in contact with the child. Two additional

mothers fell in this category. I feel he’s going to do a lot of things for many

people in their lives. He already has. Another mother expressed it in this in

way: They’re here to help not just their parents but other people around

them learn how to be more compassionate people - even their parents,

hopefully. At the time of the second interview, these same mothers spoke

about the contributions their child was already making to their own growth. I

think sometimes that this is a way of making me remember what’s really
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important in life. It’s so easy to get caught up in a job or trying to get

ahead, or the nicer things in life. By the time of the second interview, one

mother who had a graduate degree (as well as did her husband) had reframed

her beliefs about success, no longer in terms of education, but in terms of a

very new measure:

I think I realize that it matters more like (sic) the measure of success

of a person is in terms of how they touch people’s lives and being a

good person rather than a high-paying job or things like that. They

aren’t the measure of how successful a person was, and part of

that is you redefine things so that, by definition, he can be a

success.

Some mothers had difficulty responding to this question. At Time 1, four

of the mothers were struggling with their own thoughts on this issue. For some,

who were not overtly spiritual, their answers reflected their inability to easily find

a meaning for this event in their lives. A special education teacher said:

Well, a lot of people tell me that God gives kids with special needs

to special parents. Quite honestly, I don’t believe that at all. In

my line of work, I worked with lots of parents who are very

neglectful to kids with special needs, are very uncaring — and as

I see it — and if those were God’s intentions, then He wouldn’t

have given that child to those parents. In my opinion, God

wouldn’t have given any children to those parents, because

they’re not good parents. I don’t relate this as his having Down

Syndrome as ‘this is a special gift from God,’ or a special meaning

in my life; but, at the same time, he, being here, is purposeful, by

all means.

None of the mothers gave a low score when scaling this five-point interview

measure. At Time 1, two mothers chose a neutral score for this measure (3); at

Time 2, one mother raised her score and three mothers lowered their scores —

but only one level.
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In an effort to explain this finding, one might consider the possibility that

those mothers who do derive a positive meaning, whether spiritual or otherwise,

for an uncontrollable and disappointing event in their lives, develop a

determination to treat that child in accordance with those beliefs. Their child is

seen as a positive contribution to their family and to society. Therefore, their

interaction with their disabled infant would reflect that positive thinking. Another

way one might choose to look at this association would be that mothers who

look for and derive positive meanings for unexplained circumstances in life are

naturally going to be positive in their interactions with others — regardless of

who they might be. Either way, it behooves those professionals who work with

these families to help them derive positive meanings for such events in their

lives. It also seems to signal some importance for future research. An

investigation of “meaning and purpose" among parents of children with

disabilities in general and its relationship to adjustment and acceptance of

those parents could add to information that may have a significant impact on

special education service providers, mental health clinicians, and policy

makers.

(2) Is there an association between the mother’s perceived level of

congruence of her spouse’s beliefs with her own beliefs about their

infant’s disability and the quality of her attachment interaction with her

infant?
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Quantitative Findings: Level of Congruency in Beliefs is represented

by the difference between scores of mother and her scores of the father

regarding their hope for the future for the infant and family, as well as a sense

of meaning and purpose for this event in their lives. To address this question,

the Level of Congruency in Parental Beliefs as Perceived by the Mother were

correlated with the NCAST Feeding Scale scores for mother and infant, as well

as for the mother only.

Using the Spearman rho correlation, the mother-only scores on the

NCAST Feeding Scale and the combined scores of infant and mother on this

measure were correlated with the Level of Congruency scores of the mother for

Time 1 only. (Level of Congruency was measured at Time 1 only.) The results

of this analysis are summarized in Table 15. There appears to be no

relationship between the Level of Congruency of Beliefs between mother and

father, as perceived by the mother and the Mother-only Feeding Interaction (r =

.05), and the combined Mother-Infant Feeding Interaction (r = .01). Neither

correlation reached the .05 level of significance.

This finding of no relationship was not surprising to the researcher, since

it was expected that any relationship found between these two variables would

be indirect. It was anticipated that “Congruency” would affect “Marital

Satisfaction” which would then have an effect on “Maternal-Infant Interaction.”

More discussion on this follows:
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Mother’s Perceived Level of Congruency did correlate strongly with her

Marital Satisfaction at Time 1 (r= .61, p < .05); and Mother’s Marital

Satisfaction

correlated strongly with the Mother’s Feeding Interaction at Time 2

(r = .68, p < .05). (See Tables 15 and 16.) It may be helpful to conceptualize

these findings by considering the following:

1. The Level of Congruency 0f Beliefs as Perceived by the Motherwas

measured at Time 1 only.

2. The Level of Congruency of Beliefs as Perceived by the Mother had

a strong positive correlation with Marital Satisfaction at Time 1.

3. There was no relationship between the Mother’s Marital Satisfaction

and her Feeding Interaction with her Infant at Time 1. (Discussion

regarding possible reasons for this can be found in the analysis of

research question No. 3.)

4. There was a strong positive correlation between Mother’s Marital

Satisfaction and her Feeding Interaction with her Infant at Time 2.

Visually, this relationship may be conceptualized as follows:

Time 1 M

  
    

  n.68“ Mother's

 

         

Congruency r=.61"7 Maternal Mother’s Maternal

With Partner’ Marital X Feeding Marital

, Beliefs Satis. Interaction , Sails.

 

As can be seen from this diagram, the researcher computed an additional

correlation between Congruency with Partner’s Beliefs and Mother’s Feeding
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Interaction at Time 2 (broken arrow). This resulted in a positive correlation that

was moderate in strength, but only approached statistical significance. This

supported the explanation that Mother’s Perceptions of Congruency did

influence her interaction with her infant, but through her Marital Satisfaction.

even though three months time had elapsed since the “Congruency” measure

was scored.

Further information was desired with regard to this "Congruency”

measure for the purpose of obtaining a better understanding of the process by

which mothers assigned scores to their husbands on the subscales within Level

of Functionality of Beliefs. It was discovered that mothers overestimated the

combined scores on level of father’s Hope and his Belief in a Meaning or

Purpose by over two points (mother’s mean for her partner was 21.86, while

fathers scored 19.78). These differences were tested statistically, and a level

of significance was not reached. However, the researcher, not completely

satisfied with the statistical results, chose to examine those three cases that

had the highest actual discrepancies scores (where mothers had overestimated

their husband’s scores), and the three cases that had the lowest discrepancies

scores (where mothers estimated their husband’s scores to be the closest to

his actual scores). The mean score that the three overestimating mothers gave

their husbands was 21, and the actual mean score of their husbands on this

measure was 13. Therefore, these highly overestimating three mothers had a

discrepancy mean of 9 points over their husbands’ actual scores. (These

mothers also had the lowest scores on Level of Marital Satisfaction, as will be
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discussed later.) By comparison, those three mothers who gave scores for

their husbands closest to their husbands’ actual scores had only a 1-point

mean discrepancy, and these three mothers underestimated their husbands

scores on this measure. (These mothers had the highest scores on Level of

Marital Satisfaction.)

This could be interpreted in the following ways: (1) that mothers who

scored their spouse most accurately on Hape/Meaning had a better intuitive

sense of their spouses’ beliefs on this measure; (2) for those mothers whose

spouses’ true scores were low and mothers scored them much higher, it could

be explained that mothers were protecting themselves from their spouse’s

pessimism through denial; or (3) the reverse could be the case —- i.e, where

husbands scores were low in Hope/Meaning and mothers scored them higher,

the husbands may have made a deliberate attempt to hide their pessimism

from their wives in an effort to protect them from their true feelings - an attempt

“to be supportive.”

Qualitative Findings: Qualitative data contributes to these hypotheses.

One mother’s statements provided support for Explanation 3 above:

I think he - this is my impression - I may be wrong, but

I feel that he feels that he has to be strong for me, so I

don’t think he allows himself, or maybe I don’t allow him

to communicate his fear and so forth

Three mothers attributed the coping mechanism of denial to their

husbands. One mother had this to say about her husband (and he actually

scored higher than she scored him):
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Good (regarding his adjustment). I know I mentioned earlier that we

have a little bit of discrepancy in our outlook where (husband) is - I

don’t know — if he’s accepted that fact that (child) does have some

degree of a mental impairment, or if I’m being negative, or if he’s

not being realistic about (child) being able to be a rocket scientist or

be a

president or those kind of things. We tend to differ on that a

little bit, I would definitely say.

Another mother, who scored her low-scoring husband 13 points higher than

what he scored himself on Hope and a belief in a Meaning or a Purpose for this

event also wondered if he might be in denial.

I think he’s adjusted pretty good. Whenever he talks to one of his

friends about it or something, he always says, “We think it’s a mild

case.” In a way, I think he’s somewhat in denial too. But he always

says that

In yet another case, where there was no discrepancy between the actual scores

for the parents, there was a concern expressed by the mother just the same.

I think (he has adjusted) remarkably well, sometimes almost to the

point where I worry that he is almost too hopeful — that she’ll

overcome it or that there’s a drug that’s going to come out - or

whatever.

Where these mothers may have had some concerns about their

husbands’ denial contributing to unrealistic hope, the researcher found, upon

close examination, two other possible explanations. It was discovered that the

three cases with the greatest discrepancies (between those scores of the father

that were given by the mother and the actual scores of the fathers) were also

those three cases that received the lowest scores by the mother, as well as her

husband, on her Level of Marital Satisfaction at both Time 1 and Time 2. In all

three of these cases, mothers scored their husbands higher on Hope/Meaning

than what husbands scored themselves. Therefore, it would seem that either
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(1) these mothers were not well-attuned to their husbands’ feelings regarding

this event in their lives, perhaps due to a lack of relationship closeness felt by

her; or (2) that husbands were not very self-disclosing in the relationship,

contributing to the mothers’ lower levels of Marital Satisfaction. It was also

discovered that the three cases in which the mothers scored their husbands

closest to their actual scores were the three cases where partners had the

highest scores on Level of Marital Satisfaction.

In summary, for this sample, the variable Level of Congruency of Beliefs

as Perceived by the Mother does give insight into relational dynamics of a

marital couple when a developmentally disabled infant is born. The Mother’s

Marital Satisfaction was influenced by her perceptions, which, in turn,

influenced her Feeding Interaction with her infant. Microsystem dynamics can

be visualized through this analysis of these second order effects of the parental

relationship on the infant. Marriage and Family Therapists may be able to

benefit from this finding. An effort can be made, when working with these

couples, to clarify such misperceptions.

Very little research, if any, has examined mother‘s perceptions of her

partner’s beliefs as congruent with her own when adjusting to the crisis of giving

birth to a developmentally disabled infant. These findings indicate that further

investigation of parental perceptions of partner beliefs may be important to an

understanding of “the making or breaking of a marital relationship” — a

phenomenon often described by quantitative researchers studying divorce

patterns among couples raising handicapped children.
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(3) Is there a relationship between the mother’s level of marital

satisfaction and the quality of the mother-infant attachment interaction?

Quantitative Findings: Mother’s level of Marital Satisfaction is

measured by the total score she received on the Dyadic Adjustment Scale,

administered at both Time 1 and Time 2. To address this question, a

Spearman rho correlation was run between the mothers’ scores on the Dyadic

Adjustment Scales and her scores on the NCAST Feeding Scales for both

Time 1 and Time 2. The mother-infant score and the mother-only score on the

NCAST were used in the correlations. This analysis is summarized in Table

15.

The Spearman rho correlational analysis of the mother-only NCAST

score and her Level of Marital Satisfaction indicated a mild negative correlation

at Time 1 (r= -.31); and the mother-infant combined score resulted in a

moderate negative correlation (r = -.47), indicating that as marital satisfaction

decreased, the quality of the mother’s infant attachment interaction was

somewhat higher. The apposite was true for Time 2, since there is a

moderately-strong positive correlation between Mother’s Marital Satisfaction

and the Quality of her Interaction with her Infant (r = .68), which reached a

significance level of p < .05. As her Marital Satisfaction decreased, so did the

Quality of her Interaction at Time 2. At Time 2, the combined Mother-Infant

Interaction correlation was moderate and did not reach statistical significance

(r = .45). This correlation was also in a positive direction.
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As mentioned earlier, however, the mother—only feeding interaction score

is deemed to hold greater importance for this study than the infant’s score (and,

therefore, also the combined mother-infant score). While at Time 1, Marital

Satisfaction had a weak, negative relationship with the Mother-Infant

Interaction, by Time 2 this negative relationship was not only reversed, but was

moderately strong.

Partial correlations were run on this original association at Time 2,

controlling for age (r = .72*), education (r =.75*), income (r = .74*), family size

(r= .72*), stress (r = .72*), and depression (r = .76**). These partial

correlations revealed an even stronger correlation between the Mother’s Marital

Satisfaction and her Feeding Interaction when these variables were controlled

or held constant. All the correlations reached a statistical significance of at

least .05. (See Table 15).

Qualitative Findings: At Time 1, there was a low, not significant,

negative correlation between the Mother’s Level of Marital Satisfaction and the

Quality of Her Infant Attachment Interaction. At Time 2, this was reversed. The

Time 2 correlation was significant, positive, and moderately-strong. No

qualitative data was gathered that might help explain this phenomenon. Both of

these variables were measured by standardized research instruments, and the

interview guide did not address either variable.

The researcher hypothesizes, however, that at Time 1, when the infant

was only three months old, the mother was likely receiving enough support from

sources other than her husband (friends, relatives and early intervention
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specialists coming into the home) for her marital satisfaction to have little

influence on her relationship with her developmentally disabled infant. It is also

likely that, though she was still grieving her loss from having a “less than perfect

child,” her attention was distracted from the marital relationship to the

adjustment of caring for a new infant, regardless of the condition of the infant.

Most new mothers do find the change in their lives of caring for an infant to be

a distraction from whatever else is happening in their lives at that time and

attend to their new roles of “mothering” with diligence. By Time 2 (when the

infant was six months old), it is posited that a routine of infant care had been

established, family and friendship supports had waned, and the mother was

most likely able to turn her attention to other kinds of environmental concerns.

If the marital relationship was a concern, it was more likely to be reprioritized at

that time — or at least a greater awareness surfaced for her— thereby possibly

having an effect on her interaction with her infant (as well as with others in the

family).

Future researchers and early interventionists might consider the

possibility that a more accurate measure of mother-infant interaction might be

obtained when the infant is older than three months. Early interventionists

might also take note that since the presence of a service provider is likely to

have a positive effect on the mother, there might be a greater need for more

frequent visits as the infant gets older rather than during the very early months

following birth. (Most mothers were still getting Early On support on a weekly

basis, however, at the time of the second interview.)
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As discussed in the Literature Review, mother’s level of depression has

been found across the large majority of infant attachment studies to influence

attachment interaction between a mother and her normally developing infant. It

was determined that none of the mothers in this study were depressed at Time

2. The results of this study analysis suggest that infant-interaction may be

affected by mother’s emotional affect, regardless of its intensity as measured

by a depression scale. This, of course, assumes that the mother’s satisfaction

with her marriage may be affecting her emotional affect in ways that are not

measured by the depression scale chosen for this study. This finding seems

important to the work of future researchers.
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TABLE 15

Predictors of Mother-Infant Attachment Interaction

 

NCAST FEEDING SCORES

Time 1 Time 2

Mother Mother/Infant Mother Mother/Infant

Functional Beliefs .03 -.14 .15 .01

Meaning/Purpose .54+ .46 .41 .27

Control Variables

For

Meaning/Purpose:

age 32" na na na
educ. .54

income .68*

fam.sz .72*

stress .77“

depress .46

Congruency with

Partner’s Beliefs .05 .01 na na

Mother’s Marital -.31 -.47 .68” .45

Satisfaction

Control Variables

For

Mother’s M.S.

na na age... .72* na

educ. .75”

inc. .74”

fam.sz. 72*

stress .72*

depres. 76. *"

N = 11 mother-infant dyads

"p < .01

*p < .05

lp < .10
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(4) Is there a relationship between the level of functionality of

maternal beliefs about the infant’s deveIOpmentaI disability and her level

of marital satisfaction?

Quantitative Findings: Level of Functionality of Maternal Beliefs has

been operationalized as the total interview scores of the mothers regarding

their beliefs about disabilities prior to the birth of their infant, the manner in

which they were informed of the diagnosis, the quality of information given

them, their emotional reactions, and their current beliefs and hopes for the

future. Level of Functionality of Beliefs was correlated with the mother’s Level

of Marital Satisfaction (Dyadic Adjustment Scale) at both Time 1 and Time 2.

Using the Spearman rho, a moderate positive correlation was found at Time 1,

(r = .46), for this sample only. A low positive correlation was found at Time 2 (r

= .25). (See Table 16.) Neither correlation reached the .05 probability level set

for statistical significance.

In the process of examining subscales for this interview measure at Time

1, two subscales were found to have moderate positive relationships with

marital satisfaction, which, when correlated separately, approached levels of

significance. These subscales are Mother’s Beliefs about Developmental

Disabilities prior to the birth of her infant (r=.57, p=.07) and Mother’s Current

Beliefs and Hope for the Future (r=.51, p=.11). Mother’s Beliefs about 4

Developmental Disabilities was again correlated with her Marital Satisfaction,

controlling for education only, since it was deemed that premarital beliefs were
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unlikely to be related to any of the other control variables, which are “current”

variables. The strength of this relationship increased to r=.77, p=.01.

At Time 2, Mother’s Previous Beliefs about Developmental Disabilities

(which was scaled at Time 1 only) again correlated positively with Mother’s

Marital Satisfaction at Time 2, but the correlation was reduced to a r=.41 and

did not approach the .05 probability level set for statistical significance.

However, at Time 2, another subscale was found to have a moderately-strong

positive relationship with marital satisfaction. This subscale, Mother’s Belief in

a Meaning or a Purpose for this event in her life and in the life of her family,

also reached a level of significance (r=.69, p=.03). When the correlation

between Mother’s Belief in a Meaning or a Purpose and her Marital Satisfaction

at Time 2 was repeated, controlling for age, education, income, family size,

stress, and depression, all control variables reduced the strength of the

correlation slightly, with. the exception of income. Income may be reflecting the

possibility of hopefulness for the future and could be serving as a coping

mechanism. Many more choices are available to parents with higher levels of

income (See Table 16.)

Qualitative Findings: As was discussed, the overall scores on Level of

Functionality of Maternal Beliefs, which included subscales, did not correlate at

a level of significance with Marital Satisfaction. However, two subscales were

found to correlate moderately with Marital Satisfaction at Time 1 — Previous

Beliefs about Developmental Disabilties and Current Beliefs IHope for the
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Future - and one subscale correlated at a moderately strong level at Time 2 -

Belief in a Meaning/Purpose.

It would be difficult to derive an explanation for this based upon interview

data. Qualitative data was obtained during the Time 1 interview only for

mother’s beliefs about developmental disabilities prior to the birth of their child.

The number of mothers who had previous exposure to developmental

disabilities (contacts with disabled relatives, friends) was about equal to those

who had no exposure. Two subject mothers were special education teachers

and had a great deal of experience working with individuals with developmental

disabilities. One mother with high exposure describes her experience in this

manner:

I actually volunteered to be a counselor for a handicapped week

(at a camp), and there were many Down’s children there. You know,

some adults in diapers (sic). We were changing diapers for them.

So it was an eye-opening experience... Because it’s been very

positive in certain respects and because it’s very challenging - I

wouldn’t say negative, but very, very challenging. It’s not all fun

and games, that’s for sure.

That mother gave a neutral score (3) on this five-point scale. It seems that

those with the most experience, such as the above mother and the two

teachers, gave neutral scores, since they were better able to assess both the

advantages and disadvantages connected with having a developmentally

disabled child. One of the teachers said this:

Well, that’s my line of work, so I have a lot of insights - not as

much insight as when you have a child of your own with a

disability I’d seen both sides of the token, unfortunately.
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Those with some exposure, but not the daily contact as the previous

three mothers, tended to score their experiences as positive (4 and 5). A

mother who volunteered on an annual basis to help with a Christmas Party for

developmentally-disabled individuals had this to say:

I would say, in general, I have a very soft spot for the underdog

kind of guy, and right or wrong, I felt somewhat of that same

feeling - just a real feeling of compassion. I also felt more

grateful for my capacity.

She described her feelings in terms of compassion. Another strongly religious

mother with minimal experience described her feelings about people with

developmental disabilities in line with her religious faith, not necessarily from an

experiential point of view:

My husband does have a cousin who has Down Syndrome, and

she’s kind of our buddy. We taught our children already before

(infant) was born that God makes all different kinds of people...

There are different ways in which God challenges people. So that

was the attitude we took with people with special needs.

Among the mothers who had no exposure or experience with individuals

with developmental disabilities, scores tended to range from neutral to low.

Comments such as these were prevalent. I think I was scared of them. I just

think, ‘Oh, those poor souls,’ sometimes, you know. They can’t help the

way they are, and you just feel bad for them. Another stated: Not negative

- maybe a little pity. Yet another stated: You felt sorry for them. It was

kind of the feeling that I had vs. a negativeness. It was really a feeling.

While the interview data does not explain the correlation of this variable

with Marital Satisfaction for these mothers, it does reveal general tendencies

among this sample to evaluate individuals with developmental disabilities
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according to the actual amount of exposure the mothers had. Nine of these

mothers fit into these exposure categories based upon interview information.

For two mothers, there was insufficient interview data to assign them into a

category. Those categories can be depicted as follows:

 

For mothers who

have had daily

expefiences

caring for

individuals with

developmental

disabilities

(N=3) (mean = 3. 7)

For mothers who

have had some

exposure to

individuals with

developmental

disabilities

(N'—"3) (mean = 5)

For mothers who

have had no

exposure to

individuals with

developmental

disabilities

(N=3) (mean = 2. 7)

 

General themes

conveyed with

regard to their

feelings and

beliefs

  

The experiences

are based upon

reality and are

nenherposmve

nor negative.

 

There is an

idealistic belief

connected to their

minimal exposure

andis based

upon feelings of

compassion or

religious

convictions  

Feelings of pity,

fear

 

These observations, which are, of course, limited to this study seem to

support what social science researchers see as inherent in patterns of

discrimination. “Integration” and “mainstreaming” have been implemented for

the prevention of uninformed stereotyping regarding disabilities. This

information, obtained through qualitative data collection, Is not surprising and is

not directly linked to the research questions. However, It may be of value to

those who provide services to families adjusting to the birth of a

developmentally disabled child. It highlights the need for an understanding that

many of these parents must work through the same feelings of discrimination
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and patterns of generalizing resulting from lack of exposure that plague the rest

of society. This also illustrates the importance of conceptualizing an

individual’s macrosystem exchanges when working with families.

Mothers’ Previous Beliefs may not directly influence the Mothers’ Marital

Satisfaction. However, the adjustment process may have a direct influence on

Marital Satisfaction (and the reverse could be true). The question, then, might

be, how do these beliefs affect the mother’s adjustment process when she

gives birth to developmentally disabled infant and this infant becomes a part of

her family? This researcher made an attempt to examine the relationships

between Previous Beliefs of the Mother about Disabilities and her Emotional

Reaction at the time of diagnosis, as well as Previous Beliefs About Disabilities

and the Mother’s Hope for the Future at Time 1. These correlations were

positive, but very low: Emotional Reaction (r = .23) and Hope for the Future (r =

.32).

What is, perhaps, more relevant is the finding through examination of the

actual scores. Four of the mothers who scored very high on Previous Beliefs

(and had very positive feelings about individuals who are developmentally

disabled) were the most devastated when they were informed of the diagnosis

of their infant. These were also the mothers who had a small amount of

exposure to developmental disabilities but not enough to have a realistic view.

When these mothers were then told their infants had such a disability, those

positive (but unrealistic) feelings did not insulate them from the impact of the

diagnosis. (One very strongly religious mother was an exception to this.)
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From the way in which mothers were asked to scale this information, as

presented above, it is unlikely that an attempt to make a statistical association

between the mother’s previous beliefs and her adjustment to the diagnosis

would yield much information. High scores on Previous Beliefs, for this sample,

seem to relate to low scores on Emotional Reaction — a negative relationship.

Upon visual examination, those mothers who scored neutral and fell within

Category 2 reported a better early emotional experience. Further analysis

based upon this data is beyond the scape of this study. Future research, with

greater subject numbers, taking into account the effects of these categories

and using a different method of scaling and/or analysis might reveal more

information with regard to mothers’ previous beliefs about disabilities and her

adjustment process.

The subscale, Mothers’ Current Beliefs/Hope for the Future, correlated

moderately with Marital Satisfaction at Time 1. The qualitative data support the

scores that mothers gave on this variable, with one exception. It was clear,

from this exception, that this mother was in an emotional grieving stage. Yet,

she scored 19 on this twenty-point total scale. Another strongly religious

mother gave interview data that was very positive at Time 1, and her score of

20, which represents the highest score possible, reflects this. If she grieved

this infant’s birth at all — and she claims she did not — she adjusted within the

first week following the birth. At Time 1, she said, I’ve adjusted fine. I think

the adjustment from two to having three kids is a bigger adjustment than

having a child who’s born with Down Syndrome.
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Two mothers, both in their 40’s, were almost at a stage of acceptance

and adjustment by Time 1, with only sporadic moments of grief. One within this

category reported that she is doing reasonably well, adding that gathering and

reading information has helped her.

I’ve had the time with being on maternity leave to digest a lot

of material and do a lot of research and gain some understanding

about it so that it’s not such a — oh, I don’t know what the right

words are even — not insurmountable. But, you know, there’s

a lot of hope out there and a lot that you can do, so I tend to

now just get focused on let’s get going, get working with her, and

let’s help her reach the fullest potential she can. And so once you

get to that mode, then it’s kind of — it turns into more positive.

All eight remaining mothers claimed that they were moving along in the process

of adjustment by Time 1, but had frequent bouts of sadness. Those within this

category had comments such as these:

I’m doing better than I was. I was pretty shaky for awhile, and

now it’s on and off. Sometimes I feel like everything’s going

to be O.K., or whatever, but those are the times when he’s

doing real well. At other times I’ll see other children his age,

and I’ll see how well they’re doing and then it gets really hard.

Another mother said this:

I think it just depends on the day. Some days I find myself

crying for no reason.

And yet another mother had this to say regarding her day-by-day struggle to

reach acceptance:

For the most part, we’ve adjusted and accepted it. We still

have some doubts, or sometimes we just go off on a tangent

and go ‘Why does this have to happen to us?’ (Sigh)... I have

my days. I kind of go back and forth. Sometimes I go, ‘We

can do this - this isn’t so bad.’ In some ways we feel

blessed. Some days I think we’ll take good care of this

special child. Sometimes I think we’re special because we’ve
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been selected for this. And in other ways, I feel like ‘Why

were we selected?’

Based upon these interviews and the scores given by the mothers, there

seems to be no magical method for predicting how long it will take for parents

to reach acceptance. The researcher believed that at the time of the first

interview three mothers had already come to almost full acceptance of their

child’s condition, as their adjustment seemed very close to that of mothers of

infants without disabilities. By Time 2 an additional five mothers had reached

this same level. Three cases had not yet stabilized, as their infants were

awaiting heart surgery. This assessment was made by comparison across

cases. It is important to note that at Time 1, four of the infants had diagnosed

heart problems and parents were told that surgery would be needed at some

point in the infant’s first year to correct these. One of these medically fragile

infants was also having problems with the sucking reflex and had to be tube fed

periodically. All of the parents of these infants were monitoring their infants’

oxygen levels. At Time 1, no mothers attributed their grieving to the fact that

their infant had medical problems. This changed at Time 2, as will be

discussed later.

Early interventionists may be able to benefit by understanding the

diversity of the adjustment process for these families. One is not just to

assume that all mothers react to the birth of a developmentally disabled infant

in the same manner. The most obvious exception was the strongly religious

mother who dismissed any further discussion about her current feelings and her
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adjustment: No. We don’t think about her that way. We think about her as

one of our other kids, and that’s just basically the way it’s always been.”

Subscales Hope for the Future and Current Adjustment were added

together, and there were very minor differences in their discussions relative to

these two similar groups of questions. At Time 1, all mothers were considering

what the future might hold for them, some to a greater degree than others.

Even mothers who appeared to have achieved an early adjustment had

some thoughts about what the future might hold for their child and their family.

The mother who said she had no period of grieving and whose religious faith

influenced her attitude about all that pertained to this life event was wondering

about her child’s ability to become independent:

We have talked about (it), and we’re not fixated on it or anything,

is just the long-term care that (child) might not live independently

or independent of us. Maybe she’ll go to a group home or

something. So I think that in terms of looking at when you’re

being “empty nesters,” we’re realizing that might not ever happen.

Three additional mothers talked about the concern that their child may never

become independent. One of the special education teachers, who was already

planning for her daughter’s future, had this to say:

And then, when she’s an adult, I would like her to be set up in

a home. She’ll have the option of - if she wants to stay with us,

she can stay, but if she doesn’t want to stay with us — we don’t

know what her capabilities are going to be, so she may not even

be in assisted living. But then, as I’ve learned from doing my job,

it’s going to be a very sensitive, very tough issue.

In addition to the concern for their child’s achievement of independence,

three mothers talked about their child’s future in terms of his/her education.
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This was the main focus of a mother, who had a graduate degree, and whose

husband also had a graduate degree:

Yeah, we already had his college fund started. We were

confronted with, ‘Oh my goodness! He’s not going to college.’

But I was reading that some Downs children are able to take

classes from Community Colleges. And so, maybe he’ll be able

to do a little Community College work or something, but maybe

not. It’s hard, because that is a big part of our lives.... And so

to have him not be able to participate in that aspect of our lives,

you know, science and school and stuff

One of the teachers appeared to be regaining some control in her life through

proactive measures connected with planning for the education of her infant:

I already have her PPI teacher. She already knows she can’t

leave the district for six years. I have the hope that (child) will

go to regular kindergarten. I want her to be in a regular

classroom as long as she can be in there, and as far as she

can go in the regular classroom.

A common area of concern for the future was whether the child would

have friends and how other children might treat him/her. Six mothers

discussed this category. Examples of this concern by two mothers follow:

It makes me sad to think that friends-wise, will he have a lot

of friends. I don’t know. I think that kids are more accepting

now than they used to be.

The things I think about are his being teased. And will he

have friends.

Two mothers wondered whether their child would have a job as an adult.

Only one mother worried about finances. She gave up her business to stay at

home fulltime to care for her infant who had a heart condition. Prior to his birth,

she had planned to continue working.
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In summary, at Time 1, concerns about the future were prevalent, and

themes included the ability to live independently, the child’s education,

friendships, and job. Only two mothers indicated that they were not spending a

lot of time anticipating the future. We don’t know if it’s going to be severe or

mild. We can’t plan. So at this point we’ll just go one day at a time.

By Time 2, when the infant was six months old and Interacting at a

higher level, mothers commented that they were beginning to see what the

infant was achieving in terms of developmental milestones. This gave them

renewed hope. Two infants had had their heart surgery just prior to this second

interview. Two infants were going to have their surgery within the next few

months. Another family, who had been told before the child was one month old

that her mild heart condition would not require surgery, had just been told the

week prior to the second interview, that the infant did need heart surgery —

immediately -— and it was scheduled for the following week. Mothers of the two

infants who were recovering from heart surgery, as well as four additional

mothers whose infants experienced no major medical problems at birth, saw

the future as positive. Several said that they were no longer thinking about the

future. They were enjoying their children and taking things day by day,

indicating that they were entering an acceptance stage and were adjusting to

their child’s disability. One mother said at Time 2:

We just try to take it day by day and not look too far into the

future. You know, let’s just take the here and now, and as

things come along, be with them as they do. So we don’t

even talk that way a lot (about the future). We really deal

with the here and now with him.
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Another mother attributed her positive beliefs about the future to learning that

had taken place since Time 1.

I think the reason why is because we know a lot, we’ve
learned a lot — probably more than the last time we saw
you, and the more you know, the less in the dark you are,
and the less afraid you are, and the more hope you have.

One mother compared her beliefs at Time 2, after her infant’s heart surgery,

with those at Time 1 in this manner when asked if she still had any concerns

about the future:

Not any more. At first, all of a sudden it would dawn on

me oh, my gosh, my kid has special needs! He’s going

to be different, and life is going to be so hard for him, and

it’s going to be so hard for us. I never, never feel that any

more. He’s just a kid.

Yet another mother was afraid she might get caught up in the cycle of thinking

too positively about the future. This was likely her way of preparing herself for

future disappointments.

You know, you look at the progress he’s making, and you

hear everyone say, ‘guy, he’s doing so good,’ and you

think does that mean that ...? It’s a good thing and a bad

thing. I try to catch myself of (sic) not getting sucked into

that cycle.

For those five remaining mothers, the researcher did not have enough interview

data to categorize one. Of those four who still expressed worrisome concerns

about the future at Time 2, three were mothers of infants who had ongoing

medical (heart) problems. In two of these cases, marital problems were

exacerbated by the ongoing concerns about their infant (as will be discussed in

the section on differences in marital satisfaction between Time 1 and Time 2 -
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Research Question 11.) One mother had difficulty even looking toward the

future.

I just don’t want to get my hopes up on that heart surgery. We

kind of get our hopes up that it’s going to be a cure-all, and

that she’s going to have endurance and be peppy. I don’t

want to get my hopes up and have it not work.

Again, these beliefs illustrate the diversity with which mothers come to

accept their child’s disability, the length of the acute grieving period, and

adjustment. When medical conditions are present, it makes it far more difficult

for those parents to reach acceptance, since their futures are still seen as

uncertain. More on this topic will be discussed later in this chapter— particularly

as father’s beliefs will also be considered and contrasted with those of mothers.

The Time 1 correlation (r = .51) between Maternal Marital Satisfaction

and the Mother’s Current Beliefs and Hope decreased at Time 2 (r = .36). This

researcher saw the infant’s developing responsiveness as contributing to the

mothers’ Hope, although mothers’ scores on the measure did not increase

significantly. The beliefs of the mother about the future of her disabled infant at

Time 2 did not have as strong an influence on her satisfaction with her

marriage. The mothers’ level of Marital Satisfaction also increased at Time 2.

However, the subscale, Mother’s Belief in a Meaning or Purpose, for this

event in her life did correlate with Maternal Marital Satisfaction at Time 2, and

this correlation reached a moderately strong level (r = .65). Mother’s Belief in a

Meaning or Purpose has been discussed previously. It appears that the

mother’s ability to find a meaning for her infant’s disability could possibly

indicate that she makes positive attributions to life events in general. It is also
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important to consider the fact that four mothers attributed meaning to their

infant’s birth as preordained by God. Religiosity is likely to influence the

mother’s attitude toward other relationships as well, including her marital

relationship. Therefore, a plausible explanation for this moderately strong

association at Time 2 is likely to point to the mother’s general attitude and world

view, which would also influence her satisfaction with life, as well as her marital

relationship.

(5) Is there a relationship between the mother’s perceived level of

congruence of her spouse’s beliefs with her own beliefs about their

infant’s disability and the level of her marital satisfaction?

Quantitative Findings: Level of Congruency of Beliefs is represented

by the differences between scores of the mother and her scores of the father

regarding their hopes for the future for the infant and family, as well as a sense

of meaning and purpose for this event in their lives. This Level of Congruency

score was correlated with the mother’s score on the Dyadic Adjustment Scale.

This correlation was computed for Time 1 only. The results of this analysis are

summarized in Table 16. A strong positive correlation (r = .61) for this sample

only was found for Time 1. It was statistically significant at p < .05.

This strong positive correlation was expected, since the researcher

believed that a commonality of beliefs in the eyes of the mother would allow her

to become more open in her communication with her spouse. If she felt her

husband did not share her beliefs, it is likely that the mother would choose not

to self-disclose her thoughts and feelings, creating distance in their
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communication. Or if she did share her feelings with her partner, and he

countered them with very different feelings, she might perceive this as a lack of

support for her beliefs. The strong correlation between these variables

supports the researcher’s assumption.

Qualitative Findings: There is no additional qualitative data that has

not already been presented in the discussion under research question No. 2.

There it is noted that the mothers’ perceptions were discrepant to the fathers’

actual scores. These discrepancies between spouses and possible

explanations for the discrepancies have been discussed. Accuracy of

perceptions is not deemed important to this correlation. Even though mothers

overestimated the functionality of their spouse’s beliefs, their perceptions

contributed to their marital satisfaction. As previously stated, further research

regarding parental perceptions seems important to the work of mental health

clinicians.

(6) Is there a relationship between the mother’s level of satisfaction

with the emotional and instrumental support she receives from her

partner and her level ofmarital satisfaction?

Quantitative Findings: Level of Satisfaction with Emotional and

Instrumental Support is represented by the combined scores of each of these

categories of support as scaled by the mother regarding the support she

receives from her husband. These scores were obtained during the interviews

at both Time 1 and Time 2. This Level of Satisfaction with Support score was

119



correlated with the mother’s scores on the Dyadic Adjustment Scale for both

Time 1 and Time 2 using the Spearman rho. This analysis is summarized in

Table 16. At Time 1, a moderate correlation approached a level of significance

(r= .54, p < .10). There was a low association (r = .27) at Time 2.

It was decided to repeat the Time 1 correlation between Maternal Marital

Satisfaction and Maternal Level of Satisfaction with Partner Support, controlling

for age, education, income, family size, stress, and depression. Each of these

control variables reduced the strength of the original correlation - in most

cases, dropping it into the “mild” range (r = .37 to r = .52), with the greatest

change coming from age, education, income, and family size.

The researcher was interested in learning how the mothers weighted the

two categories of support. Spearman rho correlations were run between each

of the “support” categories (Instrumental Support and Emotional Support) and

her Marital Satisfaction. From the data that emerged from discussion within

this section of the interview, the researcher suspected that Instrumental

Support was secondary in value to Emotional Support when scaled by the

mother. Even though it was determined that at Time 2 there was no

association between the mother’s overall Level of Satisfaction with the Support

she receives from her husband and her Marital Satisfaction, these correlations

were run for both Time 1 and Time 2. These correlations are included in Table

16.

Low associations were found for Instrumental support with Marital

Satisfaction at both Time 1 and Time 2. However, mild to moderate
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correlations between Emotional Support and Marital Satisfaction appeared at

both Time 1 (r = .44) and Time 2 (r = .42). It appears that level of Emotional

Support had a greater influence on mothers’ Marital Satisfaction than did

Instrumental Support.

Qualitative Findings: The moderate positive correlation between these

two variables was expected at Time 1. However, the drop in this correlation at

Time 2 was unexpected and not consistent with research on marital satisfaction

for the general population.

This cannot be entirely accounted for by examining qualitative data.

Examining individual scores provided a better picture. Mothers gave their

spouses fairly high scores on Emotional Support. Only one mother’s score was

lower, but in the neutral range at Time 1, and that same mother and one

additional mother scored in the neutral range at Time 2. Both of these mothers

scored below the normed mean on Marital Satisfaction.

The researcher perceived mothers’ scores on Instrumental Support as

conforming to their interview discussions. However, several mothers

acknowledged the lack of Instrumental (physical) Support they received and still

scored high on Marital Satisfaction. Some of these mothers rationalized their

scores with the following kinds of comments:

Hm-m-m. It could be better, but, again, part of that is he’s

working some pretty long hours where he’s employed. I

guess I could say it could be better, but we’ve kind of

worked it where I’m only working two days a week. But

I would like to see a little bit more.
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It’s not very good. That’s (the score) pretty low, but that

I don’t think has anything to do with her (infant) either.

It has to do with because I’m a stay-at-home mom, and

he doesn’t get home until 7:00.

One mother blamed herself for her husband’s lack of instrumental support:

Sometimes I think he could do a little bit more. It’s my

fault, too, because I want it done when I want it done

and the way I think it should be done. It’s kind of

something that’s hard for me to let go and just say,

‘O.K., do this whenever you feel like you can get it

done.’ And if he doesn’t do it by the time I think it

should be done, then I’ll just do it.

The researcher believes that, since these mothers were on maternity

leave at Time 1 or, in four cases, not planning to work full time, they considered

themselves the primary homemakers. Therefore, they modified their

expectations of their husbands with regard to instrumental assistance. Thus,

their marital satisfaction was not compromised by a felt lack of support from

their spouses.

These expectations and scores might have been different if these

mothers were working as many hours outside the home as their husbands. By

Time 2, four mothers were back to work fulltime. Two of these mothers had

scored their husband’s support as “high” while they were on maternity leave at

Time 1. By Time 2, when they were back to their jobs, their scores had

dropped. These two mothers also scored below the norm on Marital

Satisfaction. As it often happens when a newborn arrives in a family, husbands

are more willing to be physically supportive to their wives. Three months later,

old patterns tend to creep back in, and fathers are not as likely to be as helpful

to their wives. There was an exception: One mother who returned to full-time
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work raised her score on Instrumental Support at Time 2. She had the

following to say about her husband’s improvement:

It’s been since that first interview that (husband) has spent

time with (infant) all day, by himself, and I think it was an

eye-opening of oh my gosh, this is what it’s like! And

so I think having an opportunity to be alone with (Infant)

and truly understanding how much work he is along with

everything else has had a positive impact on him.

This mother’s marital satisfaction also increased six points from Time 1 to Time

2.
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Table 16

Predictors of Maternal Marital Satisfaction (Dyadic Adjustment Scale)

 

 

Time 1 Time 2

Functionality of Beliefs .46 .25

Previous Beliefs .571 .41

Control Variable

For Prev. Beliefs

 

educ. .64”

Curr. Beliefs/Hope -51 .36

Meaning/Purpose .19 .65*

Control Variables

For

Meaning/Purpose

age .561

educ. .65'

Income .77"

fam.size .601

stress .571

depression .581

Congruency with

Partner’s Beliefs .61* na

Partner Support

(Combined Categories) .541 .27

Control Variables

For

Partner Support:

age .37

educ. .39 na

income .40

fam.size .40

stress .52

depression .44

Instrumental Support .17 .23

M Emotional Support .44 .42

N =11

**p< .01

*p < .05

1p < .10
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(7) Is there a relationship between the level offunctionality of

paternal beliefs about the infant’s disability and the father’s level of

marital satisfaction?

Quantitative Findings: Level of Functionality of Paternal Beliefs

consists of the total interview scores of the fathers. These scores included their

beliefs about disabilities prior to the birth of their infant, the manner in which

they were informed of the diagnosis, the quality of information given them, their

emotional reactions, and their current beliefs and hopes for the future.

Functionality of Father’s Beliefs was correlated with the fathers’ scores on the

Dyadic Adjustment Scale. This correlation was computed at both Time 1 and

Time 2. The results of this analysis are summarized in Table 17.

At Time 1, a moderately-strong, positive correlation approached

significance (r = .65, p = .08). At Time 2, a weak, positive correlation was

found, (r = .32). It was not found to be statistically significant. The Time 1

original association was then partially correlated, controlling for age, education,

income, family size, and stress. (Stress is an objective measure scored by the

mother, based on whether particular events occurred in the life of the family.)

With the exception of age, these partial correlations reduced the size of the

original correlation into the moderate range. Income, which reduced the

original correlation of r = .65 to r = .49, seemed to have the strongest influence

on this original association. (See Table 17.)

The researcher wondered if any of the Interview subscales might be

influencing the strength of these associations. These subscales were
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examined and two subscales emerged as having strong correlations that

reached significance when correlated with Marital Satisfaction. These two

subscales are: (a) Hope — the positive belief about what the future holds for the

infant and the family; and (b) Meaning/Purpose —- the belief in a meaning or

purpose that the father has attributed or believes will become attributed to

himself, his family, or others as a result of his infant’s disability.

At Time 1, Hope was found to have a strong, positive correlation with

Marital Satisfaction (r = .71, p < .05). Purpose also had a strong, positive

correlation with Marital Satisfaction (r = .77, p = .015). When these original

correlations were run again, controlling for age, income, education, family size,

and stress, the original correlations changed only slightly.

The same correlations were run for Time 2. This time, Hope had a

mild/moderate positive correlation with Marital Satisfaction (r = .45).

Meaning/Purpose had a moderate positive correlation with Marital Satisfaction

(r= .60). Again, these correlations were rerun, controlling for age, education,

income, family size and stress. These partial correlations increased the original

associations. Several of these increased quite a bit, and the correlation with

Meaning/Purpose reached statistical significance at Time 2. Stress was the

only control variable that reduced the correlation of Hope and Paternal Marital

Satisfaction at Time 2 (r = .31 ). (See Table 17.)

Qualitative Findings: These statistical results imply that “early”

Hapefulness (when the infant was only three months old) was a better predictor

for the Father’s Marital Satisfaction than later. Perhaps during the immediate
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period of time following the birth of the infant a determination was activated

within the father to look at life’s unexpected events from a positive point of view.

This may also have been in line with what some mothers suspected — that their

husbands were either in “denial” or attempting to handle their situations with

“strength” in an effort to be supportive. There is evidence for this in the

qualitative data collected from both mothers and fathers (mothers’ data

discussed earlier). It would seem reasonable, then, that if fathers decided

consciously or otherwise to see this event in their lives as hopeful, this proclivity

toward optimism (and denial in some cases) would carry over Into other aspects

of their lives, including their marital relationship.

At Time 2, six months following the birth, whether or not fathers

continued to hold on to their hope and optimism with regard to their infant’s

future, they were unlikely to be able to deny the tone or quality of their marital

relationship. (Their scores on the Dyadic Adjustment Scale dropped almost

three points at Time 2.) The infant’s ability to interact with the parents was

enhanced by Time 2, and mothers reported more Hope at Time 2. However,

the distraction caused by demands to be met by caring for a new infant that

occurred at Time 1 was no longer operative at Time 2. Therefore, both

mothers and fathers could again focus attention on the marital relationship.

The interaction between marital partners that occurred between Time 1 and

Time 2 also was likely to be consistent with prebirth or “normal” marital

dynamics, leading to a more realistic evaluation of marital satisfaction, though

hope for the infant still may have been running high.
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Qualitative data to support this follows. Nine fathers were interviewed at

Time 1 and eight fathers at Time 2. One father said at Time 1:

I always look on the bright side — sometimes too much

and be optimistic and then in the back of my mind, you

know the down side, but you don’t go for that guess

you know.

Another father chose to alter his worldview at Time 1 that included his other

children as well.

You think about the big picture with this, you know.

All of us are going to be gone some day. I mean, your

life doesn’t go on forever, so you make the best of it

while you’re (sic) here with us, and that’s all you can

do. If you want to reflect on what’s going to happen

thirty years from now, you’d just have a nervous

breakdown. You just wouldn’t be able to function.

There’ll be times that we’re just sitting around thinking

about what could happen, and his future, and that; but

I think that with my other two kids. You know, my other

two kids are normal. You don’t know from one day to

the next if they’re going to get cancer or heart problems

or get hit by a drunk driver. So you just can’t think that

far into the future, because you never know when you’re

going to lose them anyway.

Yet another father had a great deal of optimism at Time 1 regarding the future

of his daughter:

I just have a lot more hope that — maybe it’s still a kind

of denial or something - because she doesn’t If they

tell you now she can’t learn, I’m not going to believe

she can’t learn or at a comparable rate or something.

Maybe I’m hopeful that maybe we’ll get to that point

that (sic) they’ll find — they know a lot about how they

learn — they don’t learn like you and I do. Once they

find out whether their problem is dyslexia or

Four fathers expressed optimism. Two fathers were very pessimistic in their

views of the future at Time 1. One father was trying to take a positive approach
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but was unable to talk about it without revealing his internal conflict and

grieving:

You know, I’m not afraid of the future, by no means.

I’m nervous, I guess. When I look in the future, I’m

nervous . And I’m sad, I guess. Yeah, I’m kind of

sad for (infant), just because I know he has things

that are going to be difficult for him (voice cracks).

I’m a little nervous about that too. But, in general, I

look at it and try to plan for it, but I’m not worried

or scared of it. I’m not wanting it to happen. But I

just keep going through the things in my head going,

‘How are you going to deal with that? How are you

going to deal with that?’

Another father was very pessimistic and this was exhibited in the form of anger.

His marital satisfaction scores also reflected this pessimism and anger.

I’m just too much of a realist. I live in the real world,

and I know no matter what the book says, I’ve got a

pretty good idea of what it’s going to be like down the

road. The bottom line is a lot of people don’t like the

way I look at it, but the bottom line is I have a child

that I’m going to have to work ten times harder to raise

than I would a normal child, and she’s still going to be

the one that most the other kids pick on. And that’s

real life.

Three other fathers were considered by the researcher to be “neutral” regarding

their beliefs and hope for the future. At Time 2, the fathers who were optimistic

at Time 1 remained optimistic at Time 2 (interview data was not available for

one of these fathers at Time 2). The three fathers who were neutral at Time 1

were also categorized by the researcher as neutral at Time 2. One of the

fathers who had expressed pessimism at Time 1 was very optimistic at Time 2,

while the second father continued to eXpress extreme pessimism at Time 2.

The father who moved from pessimism to optimism commented:
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I don’t paint a picture in ten years. I don’t know. I know he’s
going to be (child’s name), my son, but I have absolutely no
expectations other than he’s going to be (child’s name), my son,
and he’s going to do great things in my mind. I know he will.
...l’m looking with exuberance. I can’t wait, you know.

Fathers, as did mothers, talked about the kinds of concerns they had for

the future. Three fathers highlighted concerns about their child’s education,

wondering if mainstreaming would be the appropriate path for them. Five

fathers expressed concerns about the eventual independence of their child, or

whether when we go on our retirement trip or something, we’ll have a third

person along. One father articulated it this way: You know, you expect your

kids to be gone when they’re 25. You never know, though, from divorce

or whatever, they sometimes come back, but it’s very likely she’ll be with

us a long time. One father expressed concern that he might not be around to

provide for his son. Another father worried that he would have a son only for a

short period of time, since he was of the belief that Down Syndrome children do

not live as long as normal children. The one difference noted between mothers

and fathers regarding the kinds of concerns they had was that mothers worried

whether their children would have friends or a significant other. This was not a

concern expressed by the fathers, which conforms to findings across other

studies.

By Time 2, the researcher found two fathers taking active measures to

assure a better future for their children. As a result of his internet research, one

father became very active in an international support group, and he and his wife

had volunteered to become Treasurers at the State level for that support group.
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Another father had turned the college savings account he had started pre-birth

for his son into a savings account that he called a life insurance plan for his

child if something happened to him.

With regard to the Meaning/Purpose subscale, qualitative data supports

the father’s scoring but does not directly provide an explanation about the high

correlation of this subscale with Marital Satisfaction. Fathers were less likely

than mothers to ascribe a meaning or a purpose for this birth event in their

lives. Where fathers believed that there was a purpose or meaning, the

association with marital satisfaction was stronger than that of the same

association for the mothers. The same explanation that was given for this

finding with the mothers is likely to apply to the fathers as well. Because some

fathers connected this event to the plan of a higher power or for personal

growth purposes, it is possible that they make positive attributions to life events

in general, including their marriage. Religiosity factors into this as well. Where

fathers talked about their religious faith in connection with this birth event, they

gave testimony to it being part of God’s plan for them. At Time 1, three fathers

discussed this event as having meaning in terms of their religious faith (as did

three mothers). One described his belief as being a part of God’s plan:

We decided we wanted another child, and we felt God blessed

us with one, and this was planned, and we had talked about

it before if we had a child that was a special needs child,.rt’s

intended for us. Maybe it’s not ours to always ask questlons

Why or how God will use us through him or her. If you

believe it’s all providential, then you don’t look for alternative

meanings, but I can find them as I look for them.
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One father described their child’s birth as having a purpose in their lives rather

than a spiritual meaning.

I’m not spiritual, so there’s no spiritual side But I think,
from externally, his birth and having Down Syndrome is a
test for us. It’s to help us grow and understand; and if

you can ‘beat this’ - if that’s how we would say it, then

you’re going to improve yourself. You’ve got a test.

You’ve got a challenge in front of you, and it is an

opportunity to better yourself and the people around you.

One father gave himself a neutral score, since he wasn’t sure. He was

approaching it from a scientific point of view. Three fathers did not believe

there was a meaning or purpose for this event. One of these fathers disagreed

with friends and family members telling him that he was privileged by God:

I haven’t spent a lot of time thinking about that (a meaning).

I know we’ve had a lot of people say that God gave you

this baby because He knew you could take care of it so

well. My feeling is if He has that kind of power, why

didn’t He give us a normal so I guess I don’t think

about that a whole lot.

Another father approached it from a strictly scientific point of view: No, it was a

chance happening. It wasn’t heredity or anything like that. It was just a

chance thing and these things happen.

At Time 2, no fathers had moved from other categories toward a belief in

a Meaning or Purpose. Instead, the father who was neutral at Time 1 decided

that there was no purpose for this event. One father who had given a tentative

response at Time 1 indicating a “growth” purpose for this event, answered

negatively at Time 2. There may be some implications here for Marriage and

Family Therapists working with this population. Helping parents to search for
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positive meanings or personal growth outcomes could be helpful in working with

troubled relationships. Certainly, this has implications for future research.

TABLE 17

Beliefs as Predictors of Paternal Marital Satisfaction

(Dyadic Adjustment Scale)

 

  

 

Time 1 Time 2

Meaning/ Meaning/

Functional Hope Purpose Functional Hope Purpose

Beliefs Beliefs

.651 .71” .77* .32 .45 .60

Control Variables:

 

age .67 .78” .77* na .731 .76

educ. .58 .75’ .73” .53 .80’

income .49 .72* .73’ .47 .82”

fam.sz. .56 .691 .71’ .55 .82’

stress .54 .72* .73” .31 .77*

N = 8

*p < .05

1p < .10

(8) Is there a significant difference in parental beliefs (Level of

Functionality of Beliefs) between Time 1 and Time 2?

Quantitative Findings: Mothers interview scores regarding her current

beliefs and hopes for the future, her belief in a meaning or a purpose for this

event in her life, and her unwillingness to assign blame to herself or her

husband for the infant’s disability did not change substantially over the 3-month

period between Time 1 and Time 2. This also held true for the father.
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However, the scores (45 points possible) between mother and father on this

variable differed. At Time 1, mothers had a mean score of 35.45 and fathers a

mean of 31 .38, and this difference approached significance at p = .09. At Time

2, the mean for mothers was 35.41 and the mean for fathers was 31.13. This

time, the difference was significant at p = .03. It is not known why the level of

significance was different between Time 1 and Time 2, but it could be due to

the small numbers in the sample. It appears that mothers scored higher than

fathers did on this measure at both Time 1 and Time 2. (See Table 18.)

Two subscales emerged as contributing toward the Functionality of

Beliefs total score emerged during correlational analysis as important predictors

for the father’s Level of Marital Satisfaction. The researcher chose to

additionally examine the differences on those subscales between Time 1 and

Time 2 for both mothers and fathers. Those subscales are Hope (the parents’

belief in a positive future for the infant and family) and Meaning/Purpose (the

parents’ belief that there is a meaning or purpose for this event in their lives,

though it may not yet be discovered).

At both Time 1 and Time 2, while mothers scored higher on Hope (20

points possible) than fathers, their differences between means did not

approach significance. At Time 1, mothers also scored higher than fathers did

on Meaning/Purpose (5 points possible), and this difference did not approach a

level of significance. At Time 2, the difference between the means of mothers

(4.36) and fathers (3.0) on Meaning/Purpose approached a level of significance

at p = .08. This Meaning/Purpose subscale seems to partially account for the
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difference between means between mothers and fathers on their “Functionality

of Beliefs” scores. (See Table 18.)

Qualitative Findings: Mothers’ higher scores on the subscale

Meaning/Purpose has already been discussed in detail in the analysis of

Research Questions 1 - 3. There was no additional qualitative data that could

supplement these findings.

(9) Is there a significant difference between the mother’s level of

satisfaction with the support she receives from her partner between Time

1 and Time 2?

Quantitative Findings: There was very little difference between

mothers’ scores on her level of satisfaction with the support she receives

between Time 1 and Time 2. Out of a possible 20 points each time, mothers

had high mean scores of 17.18 and 17.05, respectively. (See Table 18.)

Qualitative Findings: Mothers appeared to be satisfied, for the most

part, with the amount of support they were receiving from their partners. While

most acknowledged that the amount of instrumental support received could be

greater, they rationalized legitimate reasons for this when scaling their level of

satisfaction. Their scores were not completely in sync with their interview

discussions, but many mothers were quick to rationalize their satisfaction, even

when they admitted a lack of support. This has been discussed in detail in the

analysis of Question No. 6.
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(10): Is there a significant difference between mothers and fathers

on their levels ofmarital satisfaction for Time 1 and Time 2?

(11): Is there a significant difference between Time 1 and Time 2 on

levels ofmarital satisfaction for mothers and fathers?

Quantitative Findings: Fathers scored higher (119.22) on Marital

Satisfaction than mothers (113.68) at Time 1, and this difference was

significant at p = .05. There was no difference at Time 2.

The researcher visually examined the highest three scores and lowest

three scores on Marital Satisfaction for the purpose of ascertaining differences

between those who were very satisfied with their marital relationships and those

who were not. Fathers’ scores were higher than mothers' scores for both

extreme groups primarily at Time 1, which was addressed above. Marital

partners matched their positions within the highest-scoring and lowest-scoring

groups so there were no large differences in marital satisfaction between

husbands and wives within the matched pairs. (Where the mother scored in

the upper three cases, it happened that her husband did also and this was true

for the three lowest-scoring pairs on Marital Satisfaction.)

Significant findings (not quantified, however) follow:

1. The mean age for mothers in the highest-scoring group was 38.3,

and the mean age for fathers was 36.6. The mean age for mothers

in the lowest-scoring group was 34, and the mean age for fathers

was 34. While the age difference is not as significant for fathers, a

maturity factor may be operating with regard to marital expectations
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among the mothers. The older mothers appear to be more satisfied

in their marriages.

2. Even more significant, is the fact that the lowest-scoring mothers

were employed full time outside of the home. Two of the highest-

scoring mothers were stay-at-home moms, and one mother worked

two days a week. There is likely to be a stress factor operating upon

these differences.

3. All couples in the lowest-scoring group had medically fragile infants

who were facing impending heart surgeries. There is likely a “chronic

stress” factor operating for parents in this lowest-scoring group.

4. The two groups of parents differed on their scaling of “Emotional

Support.” Mothers could receive as many as 20 points on Maternal

Level of Satisfaction with the Emotional and Instrumental Support

Received from Her Partner. However, these two subscales were not

divided equally. Instrumental Support was comprised of three

questions, totaling 15 points, whereas Emotional Support consisted

of one question that allowed for 5 possible points. Mothers in the

lowest-scoring group scored 3.8 on Emotional Support, while mothers

in the highest-scoring group scored 4.3. High-scoring mothers,

therefore, indicated greater satisfaction with the amount of emotional

support they received from their husbands. This reflected the

mothers’ weighting on this scale, generally. The researcher now

believes that if this scale were to be revised for a future study, it
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should produce a score equal on these two support dimensions.

Thus, the quantitative data alone for this study does not yield enough

information on Partner’s Support. Qualitative data helped elucidate

the relevance of Emotional Support.

. Differences for dads included their beliefs. Fathers in the highest-

scoring group scored their Hope for the Future at a mean of 19,

which was eight points higher than fathers in the lowest-scoring

group, who scored a mean of 11. The same was true for a Belief in a

Purpose or Meaning for this event in their lives. (All three of these

fathers claimed religious beliefs, and the researcher categorized two

of these fathers as “strong believers.” Therefore, religiosity is likely

influencing these beliefs.) The highest-scoring fathers scored 4.7

(out of a possible 5), whereas the lowest-scoring fathers had a mean

score of 2 on Meaning/Purpose. This implies that fathers who scored

the highest on Marital Satisfaction had a more positive belief system

than did the fathers who scored lowest. The question might be

asked, “Did fathers’ belief systems change as a result of their infants‘

birth?’ It is the researcher’s belief, from having conversed with them,

that there was a prebirth tendency toward pessimism with these low-

scoring fathers that was exacerbated by the birth of their

developmentally disabled infant. Where Marital Satisfaction was

most likely borderline before the infant’s diagnosis, the added stress

of having a disabled child may have pulled levels of Marital

138



Satisfaction downward. This will be addressed in the discussion of

qualitative data obtained through interviews with fathers.

6. Number of stressors reported by the mothers during the 12 months

prior to the first interview were higher among the lowest-scoring

group on Marital Satisfaction (mean 13). The mothers in the highest-

scoring group reported fewer stressors (mean 9.7), which may have

influenced levels of marital satisfaction — not surprisingly.

It bears mentioning that no differences were found between these two

high and low groups on income, education, mother’s level of depression, and

mother’s level of satisfaction with the instrumental support she received from

herpannen

Qualitative Findings: There seems to be no plausible explanation for

these Time 1 differences. Qualitative interview data does not add to an

understanding of these differences. Normative data for the Dyadic Adjustment

Scale, the instrument selected to measure Marital Satisfaction for this study,

indicate that there are no differences between men and women on this scale.

One possible, but perhaps remote, explanation for these differences might lie in

the finding that some mothers suspected that fathers were using the coping

mechanism of “denial” early in their adjustment to the circumstances of their

infant’s birth. If, as suggested by mothers and corroborated by fathers in a

couple of instances, denial was operating for any of the fathers at Time 1, then

the fathers’ higher marital satisfaction scores might reflect this. By Time 2, this
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coping mechanism likely was replaced with a more realistic awareness, which

would explain the reduction in scores for the fathers.

Interview data gathered at both Time 1 and Time 2 give a clearer picture

of the marital dynamics that occur when parents are confronted with the

addition of a developmentally disabled infant to their family. The remaining

portion of this section is devoted to an elaboration of the quantitative findings

on marital satisfaction for this sample. The findings relevant to the three

highest-scoring and three lowest-scoring cases will be developed through

discussion of the interview data.

Other than questions pertaining to the amount of Support the Mother

Received from her Spouse and the Mother’s Perception of a Level of

Congruency between her Beliefs and those of her Partner, no direct

questioning of Marital Satisfaction occurred in the interview. Such discussion

evolved through open-ended questions in other areas — i.e., Partner Support.

As the researcher began interviewing mothers about their Emotional Support, it

became apparent that Communication was emerging as a common theme. By

Time 2, it was decided to explore this theme at a deeper level with these

mothers.

From interview data, two major themes emerged. One became apparent

through the conversational content of those that expressed high levels of

marital satisfaction. This content included similar beliefs and feelings

expressed by each partner. These beliefs and feelings revealed each partner

was experiencing similar process of adjustment — a unified adjustment process.
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There was evidence from the interviews that these couples looked at this event

as though they were in this together, and they were walking the road to the

future together. This was in contrast to an obvious absence of this content

among those couples who were less satisfied with their relationship. The

researcher coded this theme as “we—ness.”

The second theme that emerged, was, as mentioned earlier,

“communication.” Parents who had greater satisfaction with their marital

relationship talked more with each other, and at greater depth, which was in

contrast to those couples who were less satisfied.

It is generally accepted that when the loss of a child occurs in a family,

those couples that grieve together usually stay together. One could also claim

that this is probably true for couples who experience the birth of a child with a

major disability. The data collected from this study sample supports that claim.

“We-ness”

Comments abounded that gave evidence for a spirit of “we-ness" among

happily married couples, and they were too numerous to include in this

discussion. Examples were chosen as follows:

When interviewing one highly satisfied couple at Time 2 about their

current adjustment, the wife said:

Yeah, I am really, really truly surprised that the two of us — it was

devastating. We mourned. We cried. But we got on with it.

But we’re going to get into it - let’s put it that way (planning

their future together). We’re just three happy campers!
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The husband, from this same couple (this was his second marriage), had this to

say, when he was interviewed separately from his wife:

I was previously married —I have two other kids that are

with us - and that didn’t go well. So maybe along with (sic)

this was meant for us to be together and meant to have a

special child to raise.

He was seeing this event in his life as a way to maintain closeness in his

current marriage. Another father who scored fairly high on his marital

satisfaction said, in his statements about his current feelings at Time 1:

We’ve waited for a kid for a long time, and to me, it

doesn’t matter that he has Down Syndrome. He’s

mine, and I’ve waited a long time for a child and I’m

thrilled to death. It’s the best thing that ever happened

to me - what’s good for me, what’s good for (wife),

what’s good for everybody. He has added another

whole dimension to my life, to (wife’s).

Three of these couples were making a concerted effort to put the “we-ness” into

their futures (as alluded to in the previous quote by the wife). One mother

explained how her husband had to take off from work on Fridays in order to

attend their infant’s therapy sessions.

He takes off from work and comes. No, it’s not very

many that the dads come (sic). Most of them - it’s just

the moms that are there. But I think it’s better for her

and it’s been a real learning for us together because we

think it’s important for both of us to be involved. We

really are involved with our kids, but especially with her

and her special needs; and I think we’ve seen that

through being involved with (name of early intervention

program).

These parents talked enthusiastically of their involvement with the preprimary

impaired program that was providing therapy for their daughter. The husband

was actually helping single mothers work with their infants in the program. This
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parent team added additional comments regarding their joint experiences as

they were becoming involved with the work of therapy for their child.

(Mother): I think the other thing for me, in terms of

personal growth or learning or that kind of stuff is again

through (name of program). You see that, I don’t know, you

see the breadth of the possibilities of some of the

disabilities that are there. It’s such an eye-opening

experience. It gives you such a totally different feeling. I

have such a heart for those kids that I never would have

had if we hadn’t had (infant) and hadn’t gotten involved

with (name of program).

(Father in response to researcher’s comment that their lives

are very different now): Yeah, they’re enriched because

of it, and our perspectives are broadened. Our

sensitivities are — you know — it could be something

that’s totally unrelated, but any time you see someone

that’s disadvantaged, it’s like it tugs at your heart.

This happily married couple was making an effort to turn their experience into a

conjoint growing experience. Another father was also involved in his son’s

development, and joined his wife for all of the infant’s medical appointments —

another indication that “we-ness” was going to continue well into the future with

regard to their infant’s disability.

My schedule allows me to make his doctor’s

appointments, and that’s something l wouldn’t have

done. Without the Down Syndrome, i would have said,

‘lt’s just your four month — no big deal - but here with

Dr. (name), it’s on my schedule. I will not schedule

anything workwise on that day, so that I can work

from here (home). I make a very conscious effort

to try to make his appointments.

It isn’t always possible for fathers to take time off from work for these daytime

kinds of activities, and these efforts to strengthen the marriage as a result of

adversity seem commendable. There may be many creative ways in which
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Marriage and Family Therapists can help couples find joint endeavors around

their experience with a developmentally disabled child to strengthen the

marriage. One couple was working on this through becoming involved in a

support group:

(Father): And we’re more involved now, too. We had

our first State Chapter meeting in (name of city), so

we’re part of one big group now. As a matter of fact,

they elected us Treasurers, so we’re really going to be

involved now.

By contrast, three marriages appeared to be stressed by the birth of their

infant. The “we-ness” discussed above was noticeably missing from the

conversations of these couples. in fact, comments were made that led the

researcher to believe that these parents were experiencing very individual

feelings that they were not disclosing to one another. The researcher asked

one mother what her perceptions were of how her husband had adjusted:

Kind of middle of the line. I don’t think he has adjusted as

well as l have. I think he still has some issues with it. He

talks about it when he feels ready to talk about it.

Another mother responded to the researcher’s question about whether her

husband was still experiencing the sadness or anger that she expressed for

herself: l think he does, but he doesn’t - he wants to be strong for me, so

he doesn’t show it.

There appeared to be a myth believed by two couples that the husband

needed to be “strong” for his wife, and, therefore, he did not disclose his true

feelings to her. An awareness of such myths by Marriage and Family

Therapists seems critical to their work with these couples.
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Communication

It seems logical that couples who achieved a “We-ness” around their

adjustment to the birth of their developmentally disabled infant, achieved this

through their communication with one another. How did communication differ

for happily married couples vs. those who were experiencing lower levels of

marital satisfaction? It appears that happily married couples find the time and

make an effort to communicate on a frequent basis. One mother stated:

I’d say we daily try to talk about where he’s (infant) been

and what he’s done today, what we see differently.

She also added that the focus of their communication has changed. They

spend more time talking about their infant and suddenly realized she had some

conflicting thoughts about this:

(Infant’s) birth has made him the center of attention, so

maybe you tend to talk more about (infant), his disabilities

than maybe husband and wife type of thing (sic). So that

takes priority somewhat. I would say that has happened

with him to an extent — not fully - yeah, it does.

Another mother addressed a similar issue. She discovered that her attention

was entirely too focused on her infant by talking with her husband about it, and

was able to make some corrections:

For awhile (husband) was jealous, because l was spending

so much time - everything was geared toward (infant). l

think that’s pretty normal. We were able to talk about it. ...l

said something’s bothering you, and I think we should talk

about it. Actually, I had to tell him what I thought it was

before he would agree with me. You know, i apologized

for spending so much time with (infant) and not enough

on him, and he was, it also seemed to me, was (sic)

distancing himself from the baby. That really bothered me,

so I had to really nail it down to what was really wrong.

Since we’ve had that talk, it’s been much better.
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Another happily married couple was trying achieve a balance between talking

about the routine day-to-day events and at a deeper level with each other:

(Mother): lt (communication) might actually be a little bit better now.

(Father): We talk a lot now. I mean, just to be sure that we’re both

O.K., you know. Are you upset? Is something going on? - type

of thing where maybe things are getting ...(Mother): I would

definitely say it has increased communication - two fold - on

an emotional level, as well as on a time level of, ‘O.K., what

are we going to plan?

Clearly, happily married couples were finding themselves communicating more

to each other. The goal, then, for Marriage and Family Therapists working with

this population would be to help these couples develop better communication

and to broaden the focus of their communication to things other than the infant.

By contrast, comments made by couples less satisfied with their

relationship included the following: When the researcher inquired of one low

scoring mother on marital satisfaction about the emotional support she receives

from her husband, she said this:

I’m not a real emotional person anyway. I don’t require

a whole lot of emotional support. If I did, I don’t think

he’d be able to give it.

The researcher then inquired about their communication. The mother then

went on further to say:

It was probably better at first — when (infant) was first born.

We really had only each other to talk to about the situation.

But I think that as time has gone on, we’ve gotten used to

it, I’d say. The communication is not where I’d like it to

be, but it’s all right.
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In this instance, the birth of their infant had the potential of drawing the couple

closer together, since they had each other to lean on during the crisis. But “as

time went on,” they returned to their pre-birth infrequent communication pattern.

One father, facing yet another crisis - the crisis of an unexpected

impending heart surgery for his 6-month-old infant - had this to say about

communication patterns in his relationship with his wife:

I think it (the birth of their deVelopmentally disabled daughter and

her subsequent medical problems) affects the problems that you

have in the relationship, because you just don’t have the time

and energy. We’ve never done real well at communicating.

But now we have a special needs child, and she (wife) just

goes and cuts me out of making decisions, there’s a good

price on our relationship. That’s something that we’ve

always done. It’s just that the stakes are different now. So

the hurt feelings are stronger.

In this case, the husband explained that, due to a lack of communication

between them, the wife had recently made an important decision around which

he felt there should have been more communication. The researcher then

commented, ‘So, if anything, this has strained the relationship between you

two.’ The mother then added, I think to a point. I think we’re trying to go

out more.

The relevance of good communication has been highlighted by this

discussion. Research has found, as mentioned in the literature review, that the

birth of a developmentally disabled child has the potential to either make or

break a marriage. The research is lacking, however, on the process by which

this phenomenon occurs. Information was obtained through this study by

analyzing interview data for such couples undergoing early adjustment
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processes — processes by which the future of their relationship can almost be

predicted. For those couples who had good communication before the birth,

there was evidence that the birth of their child brought them closer. For those

couples who were experiencing communication difficulties and marital problems

before the birth, this may be a crisis that has the potential to drive them even

further apart. One mother summed up her thoughts on the subject of

communication and how important it is in the lives of couples experiencing

adjustment to the birth of a developmentally disabled child:

I can see where communication could be real bad, and then

I guess I could see if - I don’t know if anybody in your

study has said that communication has gone down the

drain, but I guess I could see where that could happen,

because stress levels are high. You know, lots of visits

and financially — I could see where that could really go

down the drain. But for us, it’s been the opposite. It’s

been a positive experience. We’ve had an opportunity to

really support each other.

There were no significant differences among the variables between Time

1 and Time 2. One would tend to conclude from this that three months is not

enough time to see significant change, and, thus, discount the importance of

these two observations and interviews. It is significant in theory, however, that

mothers in this sample had established an early pattern of interaction with their

infants that remained fairly stable over the three-month period of the study.

This was an unexpected finding, since it was believed that mothers would still

be in early stages of grieving the loss of their anticipated normal, healthy child

at Time 1. Therefore, lower affect levels were expected to reflect on the quality

of their feeding interaction with their infants. By Time 2, it was expected that
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mothers’ higher levels of adjustment would be seen in their feeding interaction.

Since this assumption was not borne out, this has implications for early

interventionists who make assessments of attachment interaction when the

infant is very young. While it may appear that early observations are likely to

be fairly accurate and may be predictive of later interaction, there is a need for

additional research to test continuity for these observations.

More important to Marriage and Family Therapists is to gain an

understanding of the processes by which mothers vs. fathers approach their

adjustment to the birth of a devel0pmentally disabled infant. There were two

major differences.

At both Times 1 and 2, mothers scored higher than fathers on the Level

of Functionality of their Beliefs. It appears that mothers may begin their

process of adjustment with more hopefulness and more easily find a meaning

for this event in their lives. Fathers, however, approached this change in their

lives with less optimism, and have a more difficult time attributing a meaning or

purpose for this event in their lives. That is not to say they were without hope

for a positive future. They tended to see the future realistically. If their

worldview leans toward realism, then it may be that a belief in a spiritual

purpose or a meaning for this event would be too elusive for their modus

operandi. “Religiosity” is likely associated with the women’s ability to ascribe

purpose and meaning to this event, and it is generally accepted by social

scientists that “religiosity” is more predominant among women than men.
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The second interesting finding was that the men initially scored

significantly higher than did their wives on Level of Marital Satisfaction at Time

1. At first glance, this does not seem to fit with the previous finding of no

significant differences between Time 1 and Time 2 for either fathers or mothers.

The researcher believes, from interviewing these fathers and mothers, that

while the men claimed to approach this event realistically, some may have

been using the defense mechanism of denial in their efforts to cope. There

was some evidence in the interview data to support this. It is possible that that

there was a need for some fathers to inflate their levels of marital happiness in

an effort to cope with the “reality” of their infant’s birth — a generalizing process

of their use of the coping mechanism of “denial.” This supposition is supported

by the drop in their scores on Level of Marital Satisfaction at Time 2 when the

difference between the mothers and fathers was no longer significant. It is

supposed that fathers would be unlikely to maintain this coping mechanism

over the 3-month duration of time of this study. It is interesting to note the

additional support for this supposition within the differences of the fathers on

“Meaning/Purpose” between Time 1 and Time 2 (which did not reach a

statistical level of significance). Fathers had a mean score on this measure of

3.78 (out of a possible 5) at Time 1 and dropped to a mean of 3.0 at Time 2.

Whereas some fathers may have stepped out of their “realistic worldview” at

Time 1 in an effort to cope with their loss, they no longer had a need to find

meaning for their infant’s birth at Time 2.
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It is important to remember that the researcher has attempted to provide

plausible explanations for the findings of this study. Since this study is

exploratory, and the sample small, nothing can be concluded with respect to

these explanations. Future research with a larger sample is needed to

determine the accuracy of these suppositions. The purpose of this study is to

provide social science and special education researchers with a basis for future

inquiry.

TABLE 18

Differences Between Means on Functionality of Beliefs between

Mother and Father, Marital Satisfaction, and Mother’s Satisfaction

with Partner Support for Time 1 and Time 2

 

  

 

 

Time 2

Mothers Fathers Mothers Fathers

Functionality

of Beliefs 3545+ 31 .38+ 3541* 31.13“

Hope 17.86 16.0 18.0 16.12

Meaning/

Purpose 4.36 3.78 436+ 3.01

Panner

Support 17.18 na 17.05 na

(mother only)

Marital

Satisfaction 113.68“ 119.22“ 115.8 116.5

'p < .05

fp < .10
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(12) Is there a significant difference on Quality of Maternal-Infant

Attachment Interaction between Time 1 and Time 2?

Quantitative Findings: Tests of significant differences were run on the

mothers’ scores, the infants’ scores and the combined mother-infant scores.

The mothers’ scores remained virtually the same between Time 1 and Time 2.

The infants’ scores increased from Time 1 (12.45) to Time 2 (16.45) and

reached a level of significance at p = .02. One would expect that a 3—month

period of time would dramatically influence the infant’s ability to interact with the

mother, highlighting the need to use the mother’s score only in determining

predictors of her interaction with her infant. This was previously discussed.

The increase in the infant interaction score from Time 1 to Time 2 is also

reflected in the difference in means on the combined mother-infant interaction

scores between Time 1 and Time 2. This combined score increased from Time

1 to Time 2, but did not approach a level of significance.

Qualitative Findings: Since this was an observational measure, no

interview data was gathered that would support or refute this quantitative

finding.
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TABLE 19

Differences Between Means on Mother-Infant Attachment Interaction

For Time 1 and Time 2

 

 
 

 

Time1 Time2

Mother Infant Combined Mother Infant Combined

NCAST Feeding

Scores 39.28 12.45* 51.45 39.36 16.45“ 55.55

 

*p < .05
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CHAPTER V

SUMMARY AND CONCLUSIONS

This research has produced some important findings with regard to parental

beliefs and how they influence marital satisfaction and attachment interaction

when a developmentally disabled infant is born. Although this sample is small,

these findings point to a strong need for future research. The support of

additional research is likely to be helpful to service providers who work with this

population either in a clinical setting or through early intervention.

The findings of this study indicate that the adjustment process to the birth of

a developmentally disabled infant is unique and personal for each married

couple. This is not inconsistent with what is experienced by couples adjusting

to the birth of a new baby in general. The following study data, supported by

additional research, surfaces as most likely to be relevant to mental health

clinicians, early interventionists, educators, policy makers and social science

researchers:

9 The mother’s satisfaction with her marital relationship and its influence on

her interaction with her infant is a very important finding. Research has

previously shown that depression correlates strongly with maternal-infant

interaction. Mothers in this study did not qualify as “depressed;” however,

small differences in levels of affect — i.e., dissatisfaction with certain aspects

of their marital relationship can have an influence on their attachment

interaction with their infant. Therefore, this study, with its major dual
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purpose — to examine predictors of Marital Satisfaction as well as

Attachment Interaction when a developmentally disabled infant is born —

produced information that could not have been obtained if one or the other

was studied separately. Marital Satisfaction emerged as a having a strong

relationship with Mother—Infant Attachment Interaction.

Within the finding that Mother’s Level of Marital Satisfaction can influence

her Attachment Interaction, one needs to be aware of how mothers come to

view their marital relationship. Important to this view of the mother is the

support she receives from her husband. This is a general finding across

studies of marital relationships - particularly when children are born.

However, it may have special significance for those mothers who are

adjusting not only to having a new infant but an infant with special needs.

Early support groups dealing with emotional and relational issues for

parents of special needs infants, highlighting the ongoing need for sharing

of instrumental kinds of tasks, may be beneficial. Currently, early

intervention programming is designed for optimizing the potential growth of

the infant. Nothing seems to be available to these parents that may help

build and strengthen their marital relationship when faced with this kind of

crisis.

Still another consideration relates to the adjustment process for these

couples. We now have a depth of knowledge that has been gained through

the “grief and loss” research. It is widely accepted that a period of grieving

following major loss is necessary for healthy adjustment. It also follows that
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couples who are able to communicate with one another during this grieving

period can experience a closeness that might not be experienced if each

were grieving along his/her own separate path. Many people do not see the

birth of a special needs child in association with “loss.” Until the 1980’s,

very little was known about the adjustment process for these parents, and

many parents were not validated for the emotional reactions that they

experienced following the birth of a disabled child. “Grief" was not a

process commonly embraced by society for loss other than death. Many

individuals still do not know how to approach parents grieving the loss of an

anticipated healthy and “normal” infant. (The interview data collected during

this study provides a wealth of information about this dilemma. However, it

is not within the scope of the current study to address this in depth.)

Providing early support groups that honor these parents’ rights to grieve and

that help couples through a grieving process in which they can support one

another is seen by the researcher as beneficial and therapeutic.

Yet another finding emerges from this study with regard to the “appropriate”

vs. “actual” emotional reactions experienced by these parents. Myths

abound that are easily swallowed by parents in crisis. Many of the fathers in

this study attempted to deny their loss and felt the need to remain strong for

their wives. However, while this may have been helpful during

ovenNhelming periods of grief the mothers were experiencing, it also created

distance. Something was lacking in the honesty of their communication that

was clearly being felt at another level in their relationships. Dispelling these
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myths would be important to the work of mental health clinicians and those

leading previously discussed support groups.

Based upon the finding that parents who find a meaning or purpose for their

child’s disability score higher on marital satisfaction, Marriage and Family

Therapists working with these couples can help them to discover possible

opportunities for growth in their lives and in their marriages. Based upon

the finding that couples with relationship difficulties are not likely to be

attuned to each other’s beliefs or feelings about the future with regard to

their developmentally disabled infant, Marriage and Family Therapists can

help them find new avenues for communication.

Policy makers and employers can begin to understand the special needs of

these families. When families with special needs children find themselves

inundated with extra medical appointments and therapy sessions, they are

often faced with time constraints. Not many parents are able to take time

off from their jobs for these kinds of activities. If it helps for both parents to

be involved in this aspect of their infant’s life (which has been deemed

important to parents in this study), then employers and policy makers can

pay heed to these needs.

The study design, which included an examination of both quantitative and

qualitative data, allowed for an in-depth of understanding that could not

have been provided by quantitative analysis alone. It also enabled the

researcher to visually examine those marriages at the extreme ends of the

quantitative spectrum on Marital Satisfaction — the upper three cases and
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the lower three cases - and to compare interview data between those two

groups of cases to examine actual similarities and differences. This

comparison process yielded an important finding with regard to the couples

within the upper and lower quartiles on Marital Satisfaction. Communication

and a sense of unification along the path toward adjustment were two

themes that emerged as very different between those two groups of cases.

Therefore, researchers who are willing to step outside their quantitative or

qualitative domains to incorporate both within their inquiry may be able to

contribute more to an understanding of these kinds of processes.

A qualitative examination of mothers’ pre-birth beliefs about developmental

disabilities yielded information that will remind service providers, educators

and clinicians that parents must work through the same discriminatory

beliefs held by society in general when making an adjustment to the birth of

a developmentally disabled child. While this highlights not only the

ecological model of Family Systems that takes into account the interaction

between society and the family, it supports the need for mainstreaming

individuals with developmental disabilities throughout every level of society.

It has particular application for education, not only for the classrooms in

which these “special needs” children are members, but in the colleges and

universities that train educators. All students in the educational and health

fields could benefit by extensive exposure to “exceptional” and “special

needs” children and adults throughout their training in order to gain a

realistic view of their lives.
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It would be difficult to examine Parental Beliefs without utilizing a

qualitative approach. The interview data revealed processes by which families

adjust to the birth of a developmentally disabled infant. Parental beliefs have

not been examined in the past with regard to adjustment processes, but those

processes are very important to an understanding of how service providers can

best help these families adjust to their special circumstances. This study

underscores the importance, therefore, of combining two very important

research paradigms in an effort to obtain a better understanding of “process”

variables as they influence outcomes.

Study Limitations

This was an exploratory study. It was not designed for the purpose of

generalizing to a population. It is limited to this small sample of families. It is

also limited by the sample to developmentally-disabled infants and their families

as well as to dually-parented families. In addition, the following limitations must

be considered:

0 The researcher developed the interview questionnaire and its numerical

scales. It, therefore, is lacking in the psychometric properties needed for

use in a large study. If it were to be used in further research, revisions

should be made based upon weighting factors, as mentioned in the previous

chapter.

0 The researcher chose to measure the Mother’s Perceived Level of

Congruence of her Spouse’s Beliefs with her Own Beliefs at Time 1 only. It
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was anticipated that this would yield enough information relative to her

Marital Satisfaction and Attachment Interaction. Since this variable became

a central variable to this study in terms of the statistical results, it was

decided in retrospect that data obtained for this variable at Time 2 might

have yielded additional information. It is recommended that this be done in

future research.

Likewise, the Beck Depression Inventory was administered to mothers only.

In retrospect, the administration of this measure to fathers could possibly

have added important information. It is recommended that this be done in

future research.

The three-month interval between Time 1 and Time 2 may have not been a

time span long enough to observe significant change. This time span was

chosen by the researcher in an effort to study very early adjustment

processes. It is the researcher’s intention to follow up with additional visits

to these families in the future, and this may yield important data regarding

the stability of these early findings.

While the researcher found parents to be open and truthful in their

discussions with her, it is important to remember that painful issues were

addressed, and parents may have withheld certain kinds of information in an

effort to protect themselves from re-experiencing emotional pain. It was

gratifying to the researcher to find that most parents wanted to talk at a very

deep level about their initial emotional reactions. The researcher saw this

as enabling a therapeutic release for many parents.
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o The researcher had great difficulty recruiting families for this study. Initially,

four mothers volunteered, but fathers declined and expressed this as due to

the fact that they could not find time to fit the interviews into their busy work

schedules. As a result of this early recruiting dilemma, the researcher

modified her study to include families where mothers, but not fathers,

participated in the interview. Therefore, the actual number of couples from

whom qualitative data was obtained was reduced to nine. In a similar future

study, it would be recommended that the study sample be more

homogenous.

9 Along the same line, it is recognized that those parents who volunteered to

be participants in the study, may be inherently more adaptive than other

parents experiencing the- same kinds of crises. It is recognized that there

were several families who were approached by early intervention providers

to be a part of this study and, for one reason or another, declined to

participate. The nature of these two groups — willing participants, and those

who declined - could have biased the results of this study.

Suggestions for Future Research

It has been mentioned previously that researchers consider future

designs linking the qualitative with the quantitative paradigms for a deeper

understanding of processes that occur throughout the life cycle for exceptional

families. Quantitative designs alone are unlikely to obtain information relevant

to the beliefs of these families, and beliefs are very important to the work of
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clinicians who desire an understanding of how best to help these families

change and grow from their experiences. It is also recognized that qualitative

data obtained from a larger population would yield more information than what

could feasibly be analyzed. Questionnaires that allow for open-ended

responses might be a solution.

Researchers need to find and use consistent instruments to measure

attitudes and beliefs that may be influencing Marital Satisfaction and Maternal-

Infant Attachment Interaction for this exceptional population. In this study, for

example, it was noted that the Beck Depression Inventory did not yield scores

indicating depression, but the Dyadic Adjustment Scale revealed lower levels of

Marital Satisfaction for mothers who had lower scores on Attachment

Interaction with their Infants. Scores obtained on the Beck Depression

Inventory, when correlated with scores on the Dyadic Adjustment Scale, had

very low correlations, suggesting that the Beck Depression Inventory was not

sensitive to relationship nuances that may have affected the Mother’s

Attachment Interaction.

As mentioned in the Study Limitations section of this chapter, Mother’s

Perceived Level of Congruence of her Spouse’s Beliefs with her Own Beliefs

emerged as an important variable in relation to her Marital Satisfaction at Time

1 and it was determined that it was indirectly related to her Attachment

Interaction at Time 2. It was not measured at Time 2, however. It would be

recommended that this be examined in future studies at various times to

determine consistency of this relationship.
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Likewise, as also mentioned in the Study Limitation Section of this

chapter, the Beck Depression Inventory was not administered to fathers, since

it was seen as a variable likely to affect the Mother's Attachment Interaction

with her infant. Future studies might include this measure with fathers,

particularly as it relates to his adjustment process and his Marital Satisfaction.

This research needs to be replicated with larger samples. The value and

need for research among these exceptional families is without question. The

stresses encountered by these families render them vulnerable in many areas

of their lives, including their marriages and their ability to remain intact. This, in

turn, has many implications for society, which would include the education,

welfare, and health systems. The challenge for researchers is to discover how

marriages can be strengthened and how attachment to these special infants

can best be assured and, after learning more, to share this with parents and

professionals.
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APPENDIX A

HOME VISIT DATA COLLECTION SCHEDULE

Pre-Study Home Visit: Within two weeks from date of verbal agreement to

participate:

Letter of Informed Consent

Consent Form

Brief Questionnaire (Demographic Data)

For Developmentally Disabled Infant Study Group: (n 11 mothers, 8-9

 

 

fathers)

Time 1 Time 2

Infant: 3-4 mos. Infant: 6-7 mos.

BDI - Mother BDI - Mother

DAS - Conjoint DAS - Conjoint

FILE - Mother Individual Interviews

Conjoint Interview Mother-Infant Feeding Observation

Individual Interviews

Mother-Infant Feeding Observation (in a

few cases, the researcher returned

two to three days later to observe and

score this)
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APPENDIX B

Letter of Consent for Participants and Consent Form
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(Michigan State University Dept. of Family Ecology Letterhead)

Date:

Dear Mr. and Mrs. .
 

It is with appreciation that l was informed by of your interest and

willingness to participate in a study on families with special needs infants. Please take a

moment to read about the purpose of this stUdy. When complete, it is likely to enhance

community and clinical services to families with special needs in the future.

This study, which is being partially funded by Michigan State University and is a research project

of a doctoral student in Marriage and Family Therapy at Mic higan State University, will

investigate family adaptation to the birth of a special needs child. It will examine primarily

mother-infant experiences and the special needs child’s influence on the marital relationship. I

am the primary investigator, a do ctoral student at Michigan State University, and will be working

directly with you through home visits. In addition to being a doctoral student, I am also a

Marriage and Family Therapist, and have had experience working with exceptional families in

my clinical work. I am the parent of a daughter with Down Syndrome, as well as the parent of

two additional children. I have focused on the strengths of and stresses experienced by families

with and without special needs children throughout my student and prof essional careers.

Currently, I am counseling families of developmentally disabled children and adults through

Thresholds in Grand Rapids.

What you might want to know in regard to your participation

. I plan to make a total of 4 home visits, over a 3 -month period, each visit being approximately

1 — 1 ’/2 hours in duration. (I have found my visits can be cut to two in most cases.)

. I will interview Mrs. (and Mr. , should he choose to participate)

during the first and third visits. During these visits, I will also ask that you complete various

instruments measuring the nature of your family relationships. I will be audiotaping the

interviews to insure accurate transcription.

0 During the second and fourth visits, I will simply observe an infant feeding. (I have found

that the feeding observation visit can be combined, in most cases, with the interview,

eliminating these two additional visits.)

0 All of the data collected will be kept confidential, and names will be omitted from all

measuring instruments and records, as well as from any resulting presentations and

publications. Audiotapes will be used for assessment only in connection with the study and

kept in confidential files.

- So as not to break confidentiality, participants will not be given specific information regarding

the study’s progress or data collection. They will, however, be given information regarding

the findings of the study when the study is completed.

0 Participation is totally voluntary. Prospective participant mothers( and fathers) will be

encouraged to consider their participation based upon their ability to remain in the study for

the full 3 months. However, they can decide to drop their participation from the study at any

point in time without penalty. Participants can also choose not to answer any particular

question within the questionnaire or interview.

Subjects selected will be contacted by the primary investigator soon after receipt of the

completed attached questionnaire and consent form. All participants who complete the study

will be awarded $75.00 in appreciation for their contribution to this study. Thank you for giving
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consideration and thought to becoming a participant in this worthwhile project. If you have any

further questions, please feel free to c ontact the primary investigator, Judith A. VanderWal,

M.A., L.L.P., at (616) 676 —2586.

Sincerely,

MICHIGAN STATE UNIVERSITY

Judith A. VanderWal, M.A., L.L.P.

Licensed Marriage and Family Therapist

 

Doctoral Candidate of the De partment of Family and Child Ecology (Participants to

Initial)

Michigan State University

CONSENT TO PARTICIPATE IN STUDY

Having read the letter explaining the study on special needs families, I have

voluntarily agreed to participate as a subject in the study, which includes

completion of various assessment forms, interviews, and mother-infant

observations to be conducted in my home as set forth in the above letter. I

understand that in order to participate, I must give voluntary consent.

 

Date
 

 

Date
 

Home Phone
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DEMOGRAPHIC DATA

Subject I.D. #

1. Are you in a committed relationship?
 

2. How many individuals (including yourself) currently live in your household for at
least

50% of the year?

3. Please list the gender and a ges of all children included in No. 2 above.

Gender

ll
ll
l

l
l
l
l
l
l

If?

 

4. Are there any other persons living in your home (besides you, your committed

partner and the children listed above?) I
 

If yes, please list their gender, age, and relationship to you.

Gender Age Relationship to You

 

 

 

—

— _

———

  
 

5. Please indicate your approximate gross annual income (combined incomes of both

partners) by checking the appropriate box.

Less than $15,000

$15,000 - $29,999

$30,000 - $44,999

$45,000 - $59,999

$60,000 - $74,999

$75,000 - $89,999

$90,000 - $104,999

$105,000 - $119,999

$120,000 and above

L
I

C
l

f.
I

[
J

L
i

[
.
3

C
]

L
I

L
1

171



6. What is the la_st grade of education that the mother has completed? (Check the
appropriate box.)

f.—

Sixth grade or less

T. Seventh or Eighth Grade

Ninth, Tenth, or Eleventh Grade

High School

; High School + Technical or Trade School

" Some College but no Degree

2 A 2-year College Degree

1 A 4-year College Degree

L; A University Graduate Degree

i
f
}

l
l

WhatIS the /_ast grade of education that the father has completed? (Check the

appropriate box.)

TI Sixth grade or less

Seventh or Eighth Grade

Ninth, Tenth, or Eleventh Grade

Tl High School

High School + Technical or Trade School

Some College but no Degree

3 A 2--year College Degree

til A 4--year College Degree

A University Graduate Degree

7. Mother’s Age on last birthday Father’s Age on last birthday

8. Do any of the adults or children in the home (other than your infant) suffer from a

serious illness or limiting condition? 1

w

 

 

If yes, please explain:

 

 

 

  
 

9. Have any of the adults in the home been treated for mental or emotional reasons?

I
 

 

If yes, please explain:
 

 
 

172

 



APPENDIX D

Interview Guide and Scaling Format
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Interview Guide and Scaling Format

(All interviewing to be audiotaped)

Section B

Interview 1

Conioint Interview Portion

(Italics denote open-ended questions that will not be scored, but will be used for

discussion.)

B-1. What beliefs and feelings did you have regarding this condition

prior to the birth ofyour child?

B-2. What kinds of exposure to and experiences did you have with

others with this condition prior to the birth ofyour child?

B-3. (Give subjects index card representing scale, prior to each Male Female

scaling question.)

As you think of your responses to the two previous questions,

on a scale from 1 to 5, with 1 representing previous _ _B-3

experiences and beliefs as very negative and 5 as very

positive, what would you score your beliefs, experiences and

feelings regarding this condition? scores to be obtained, one

for each parent)

B-4. How were you informed ofyour infant’s condition?

B-5. What were you told?
_

B-6. What feelings did you experience or emotional reactions did you

have following the diagnosis?

B-7. As you think of your answers on these previous 3 Ma_le

Female

questions, on a scale from 1 to 5, with 1 representing the

least effective, the least sensitive or least tactful manner _ _B-7

of informing you of the diagnosis, and 5 representing .

the most sensitive, tactful or helpful manner of informing,

what score would you assign to the manner in which you

were informed? (2 scores obtained)

88 On a scale from 1 to 5, with 1 representing asevere __ _B 8

negative emotional reaction, and 5 representing no

negative reaction, how would you score your emotional

reaction? (2 scores obtained)
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B-9. What kinds of information were you given by physicians, social

workers, other profes sionals regarding your infant’s condition

 

and prognosis?

B-10. Again, thinking about your answer to that question, on Male Female

a scale from 1-5, with 1 representing being very poorly

informed, and 5 representing your belief that you were _ B-10

fully informed, how would you score how well you were

informed? (2 scores)
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Section C

Individual Interview Portion

Audiotape and score this sectio n as done previously for Section B. All questions in this

section will be asked of each individual, separately, out of hearing distance of the other

partner. After asking all questions of one partner, repeat the format with the other

panneh

C-1.

C-2.

C-3.

C-4.

C-5.

C-6.

C-7.

C-8.

C-9.

How have you adjusted since the birth?

What feelings do you now experience when interacting with

your infant?

What thoughts and feelings do you experience when you are

alone, regarding your relationship with your infant?

What does the future look like for you, the child, your family?

As you think about your answers to these questions, on a Male Female

scale from 1 to 5, with 1 representing the most negative

and hopeless feelings you might presently be experiencing _ _C-5

and 5 the most positive and hopeful feelings, how would

you score the hopefulness of your feelings? (2 scores)

 

Are there any positive spiritual meanings that you have

connected with this birth?

Have you been able to connect any other positive relevant

meanings or purpose for this event in your life?

On a scale from 1 - 5, with 1 representing no meaning or Male Female

purpose for this event, and 5 a definite purpose, how

would you score meaning and purpose? (2 scores) C-8
 

Many parents of infants born with disabilities believe that

they have contributed in some way to their child’s condition

and try to search for answers that will prove or disprove their

responsibility. Do you feel you are responsible in any way for

your child’s disability? (If so, please tell me more about that.)

C-10. Do you feel your partner may be respons ible in any way for

your child’s disability? (If so, please tell me more about that.)

C-11. On a scale from 1 to 5, with 1 representing complete Male Female

responsibility for your infant’s disability assigned by

you to yourself and 5, no responsibility, how would

you score your belief that you are responsible for your

child’s disability. (2 scores)

C-11
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C-12.

C-13.

C-14.

C-15.

C-16.

On a scale from 1 to 5, with 1 representing complete Male Female

responsibility for your infant’s disability belonging to

your partner and 5 no responsibility belonging to your

partner, how would you score your belief in the

responsibility of your infant’s disability being assigned

to your partner?

 

C-12
 

What kinds of changes have taken place in your life and

your family’s lives as a result ofyour infant’s birth?

If there have been significant changes, ho w do you view

them in terms of the impact on your lives?

What kinds of unusual caregiving demands have you

experienced?

On a scale from 1 to 5, with 1 representing your child’s Male Female

birth as having only a negative impact up to this time

and 5 representing only positive change or impact, how C-16

would you score the impact of this birth upon your

immediate family? (2 scores)
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Section D

Interview Questions for Mother Only(re partner support)

(Use the same format as in Sections B, and C)

D-1. How does your partner interact with (infant’s name .7)

D-2. How much time does your partner spend with your infant?

 

D-3. As you think of your answers to these questions, on a scale

from 1 to 5, with 1 representing low satisfaction with the amount

of time that your partner spends interacting with your

infant, and 5 representing complete satisfaction with the time

he has with your infant, how would you score your partner on

the amount of time he spends with your infant? (1 score)

D-4: Again, thinking about the time your partner spends with your

infant, on a scale from 1 to 5, with 1 representing low satisfaction

with the quality of your partner’s interaction with your infant, and

5 representing complete satisfaction with the quality of your

partner’s interaction with your infant, how would you score your

partner on the quality of his interaction with your infant? (1 score)

D-5. How would you describe your partner’s help in caregiving for your

infant? For other children in the family (if relevant)? How does this

compare with the birth of previous children?

D-6. How would you describe your partner’s help in performing household

tasks since the birth of your child?

D-7. How has the amount of physical support your partner gives you

changed since the birth of your infant?

08 In relation to the previous 3 questions, on a scale from 1 to 5,

with 1 representing low satisfaction with the amount of

physical assistance you receive from your partner, and 5

representing complete satisfaction, how would you score the

physical assistance you receive from your partner?

(1 score)

D-9. How much do you rely upon your partner for emotional support?

D-10. How often do you discuss your feelings and related concerns with

each other about your infant’s and family’s well -being?

D-‘l 1. Tell me about the ways in which you feel your can lean on him

when you are feeling emotionally in need?

D-12. In what ways is he unable to provide you with the emotional

support you need?

D-13. In what ways has your ability to communicate with your partner

regarding your feelings and emotional needs changed since the

birth of your infant?
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D-14. Thinking about these questions, on a scale from 1 to 5, with

1 representing a complete lack of emotional support felt by you _____D—14

from your partner, and 5 an exceptional amount of emotional

support felt by you from your spouse, how would you score the

emotional support you receive from him? (1 score)
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Section E

Questions for mother only regarding Spouse’s beliefs :

“I would like to ask you some questions now about your perceptions of your spouse’s

beliefs and feelings currently. These may be difficult for you to answer. However, I

would like you to try to answer them as best you can without having direct knowledge.

For some of these questions, you may have only the ab ility to speculate.”

E-1. How has your partner adjusted since the birth?

E-2. What feelings do you think he experiences when interacting

with your infant?

E—3. What feelings do you think he experiences in solitude regarding his

relationship with his infant?

E-4. What do you believe his perception of the future is for himself, your

child, your family?

E-5. When you think about these questions regarding your partner,

on a scale from 1 to 5, with 1 representing your perception of your

partner’s most negative and hopeless current feelings and 5

representing the most positive and hopeful feelings, how would

you score the hopefulness of your partner’s feelings? (1 score)

E-6. Has he connected any positive spiritual meanings to this birth? (If so,

please tell me more about this.)

E-7. Has he been able to find any other positive relevant meanings or

purpose for this event? (If so, please tell me more about this.)

E-8. Again, as you think about your partner’s beliefs, on a scale from

1 to 5, with 1 representing there being no purpose for

this event, and 5, a definite purpose for this event, how would

you score your partner’s belief in a purpose for this? (1 score)

E-9. Does your partner assign any responsibility for the child’s condition to

himself? (If so, please tell me in what ways.)

E-10. Do you believe your partner assigns any responsibility to you for your

child’8 condition ? (If so, please tell me in what ways?)

E-11 As you think about your partner’s beliefs, on a scale from 1 to 5,

with 1 representing your partner assigning complete

responsibility for your infant’s condition to himself and 5, no

responsibility, how would you score his belief that he is

responsible for your child’s disability?

E-12. On a scale from 1-5, with 1 representing your partner assigning

complete responsibility for your infant’s condition to you and 5,

no responsibility, how would you score your partner in his

assignment of responsibility for your infant’s disability to you?
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E13.

E14.

E15.

What kinds of changes would he see as having tak en place in his life

and your family’s lives as a result ofyour infant’s birth?

How would your spouse view these changes in terms of the impact

on your lives?

Again, thinking about your partner’s beliefs, on a scale from ___E-15

1 to 5, with 1 representing your child’s birth as having only a

negative impact up to this time and 5 representing only positive

changes or impact, how would you score your spouse’s

perception of the impact your infant’s birth has had on your

immediate family?
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Section F

Interview 2

Interview 2 will follow precisely the same format, using only individual interview

questions and all interview quest ions for mother only. Scaling questions will remain

the same. Before asking interview questions, explain to the individuals that many of

the questions being asked of them will seem familiar, since they have been previously

asked.

F-1.

F-2.

F-3.

F-4.

F-5.

F-9.

How have you adjusted since the birth?

What feelings do you now experience when interacting with

your infant?

What thoughts and feelings do you experience in solitude

regarding your relationship with your infant?

What does the future look like for you, the child, your family?

As you think about your answers to these questions, on a Male Female

scale from 1 to 5, with 1 representing the most negative

and hopeless feelings you might be presently experiencing

and 5 representing the most positive and hopeful feelings,

how would you score the hopefulness of your feelings?

(2 scores)

F-5
 

. Are there any positive spiritual meanings that you have

connected with this birth?

. Have you been able to connect any other positive relevant

meanings or purpose for this event in your life?

. On a scale from 1 to 5, with 1 representing no meaning or Male Female
 

or purpose and 5 a definite purpose for this event, how

would you score your belief that there may be a meaning _F-8

or purpose for this birth event. (2 scores)

Many parents of infants born with disabilities believe that

they have contributed in some way to their child’s condition

and try to search for answers that will prove or disprove their

responsibility. Do you feel you are responsible in any way for

your child’s disability? (If so, please tell me more about that.)

F-10. Do you feel your partner may be responsible in any way for

your child’s disability? (If so, please tell me more about that.)

F-11. On a scale from 1 to 5, with 1 representing complete Male Female
 

responsibility for your infant’s disability assigned by

you to yourself, and 5, no responsibility, how would __F-11

you score your belief that you may be responsible?

F-12. What kinds of changes have taken place in your life and your

family’s lives as a result ofyour child's birth ?
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F-13. If there have been significant changes, how do you view

F-14.

F-15.

them in terms of the impact on your lives?

What kinds of unusual caregiving demands have you

experienced?

On a scale from 1 to 5, with 1 representing your child’s

birth as having only a negative impact up to this time,

and 5 representing only positive change or impact, how

would you score the impact of this child’s birth on your

immediate family? (2 scores)
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Section G

Interview 2 Questions for Mother Only (refinner suppom

G-1. How does your partner interact with (infant’s name?)

G-2. How much time does your partner spend with your infant?

G-3. As you think of your answers to these questions, on a scale G-3

G-4.

from 1 to 5, with 1 representing a low satisfaction with the

amount of time that your partner spends interacting with your

infant, and 5 representing complete satisfaction with the amount

of time he spends with your infant, how would you score the

amount of time your partner spends with your infant? (1 score)

Similarly, with regard to quality of time, on a scale from 1 to 5, _G-4

with 1 representing low satisfaction with the quality of time your

partner has with your infant and 5 representing con'plete

satisfaction with the quality of time he has with your infant,

how would you score your partner on the quality of time he

has with your infant?

G-5. How would you describe your partner’s help in caregiving for your

infant? For other children in the family (if relevant) ? How does this

compare with the birth of previous children?

G-6. How would you describe your partner’s help in performing household

tasks since the birth of your child?

G-7. How has the amount of physical support your partner gives you

changed since the birth of your infant?

G—8. In relation to the previous 3 questions, on a scale from 1 to 5, G-8

with 1 representing low satisfaction with the amount of

physical assistance you receive from your partner, and 5

representing complete satisfaction, how would you score your

satisfaction with the amount of physical assistance you receive

from your partner? (1 score)

G-9. How much do you rely upon your partner for emotional support?

G-10. How often do you discuss your feelings and related concerns about

your infant’s and family’s well -being with each other.

G-11. Tell me about the ways in which you feel your c an lean on him when

you are feeling emotionally in need?

G-12. In what ways is he unable to provide you with the emotional support

you need?

G-13. In what ways has your ability to communicate with yourpartner

regarding your feelings and emotional needs changed since the birth

of your infant?
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G-14. Thinking about these questions, on a scale from 1 to 5, with

1 representing a complete lack of emotional support felt by you _G-14

from your partner, and 5 an exceptional amount of emotional

support felt by you from your partner, how would you score the

emotional support you feel coming from your spouse? (1 score)
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