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* ABSTRACT

(haracteristics of mother-infant interaction were descriped using The
Home Observation for Measurement of the Environméﬁi Imyentory and The
Nursing Child Assessment Feeding Scale with six mother—SIUb sibling
dyads on home monitoring. In contrast to 30 normal dyads, mothers of‘
SIDS-siblings were significantly (p=.05) Jless sensitive to infants'
cues during feeding and provided less favorable total stimulation 1n
the home environment. S1DS-siblings were as responsive as infants 1in
the normal group. As more time elapsed since the S1DS death, mothers
attributed a, larger degree of risk  to SIDS-siblings, and dyads
exhibited more favorable interactive behaviours, including more
\
recibroca\ exchanges and &reater maternal involvement with the infant.
Mothers of dyads exhibiting more favorable 1n{2ractions were older with
more education, had experienced the SIDS death of a first-born male,
had SIDS-siblings who were male ,and older at the time of data
collection and had more positive life circumstances. Factors in which
no patterns emerged in relation to mother-SIDS sibling interaction
included maternal confidence in the accuracy of monitors, the nature of
monitor alarms, and the proximity of anniversary dates to the time of
data collection. Mothers' descriptions of their 1lives underscore the
exhausting nature Qf the concerns and isolation experienced with a SIDS
death and care of{a SIDS-sibling on home monitoring. Research issues
emerged concerning the th of the grieving process and.the effect of
time elapsed since ghe SIDS death on maternal perceptions of and

involvement with the SIDS-sibling.” The presence of the monitor is both

a source of comfort and a reminder of the possibility of SIDS.

iv

N

'



ACKNOWLEDGEMENTS
¥ 4

Preparation of this thesis was supported 1 part by The Alberta
Foundation for Nursing Research.

I gratefully acknowledge the assistance of: Barb Gombos an the
selection of the sample; Dr. M. Hammond for the provisien ot data
pertaining to the normal sample; committee members, v, P. Grovannetty,
Dr. B. Davies, and Dr. F. Morrison in the preparation, and reporting ot
this research; <ix mothers and S10S-siblings for sharing part of their
1ife with me; and family members and frien@s for "their consistent

support.



TABLE OF CONTENTS

( HAPTER : .
Introduction e e benecaonn P (
Research Quest‘ions ..................... N
. L4 -

Definitions ....... e et i et e e

Research ObJeCtives .o iieeineossonennnaneonnannns Ceeaen
Conceptual Model ........c.cvoen. et ieanans P

Characteristics of the Child Health
Assessment Interaction Model ............. deeniennnn
\ i/

7. Review of the Literature ... ..o iiineereniocecnoannnnnen
flements of Mother-Infant Interaction e e
Reciproéity in the Parent-Infant System .......... PN

i .

Reciprocal Influences in Mother-Infant [nteraction ......
The At-Risk Infant and Maternal Responsiveness .......... '
The Influence of the Monitored Infant's

Behavior on Parents ...ceeeiiiiiinecannccronnnns Ceee e
The Influence of Monitor Alarms on Paremts ..............
The Influence of Parent-Infant Interaction and

the Home Environment on Developmental Qutcomes ........
Implications for the Mother-SIDS Sibling

Relationship ....... creas Ceeeereaaa e Ceeeeacsnenon

L]

The Home Monitoring Experience ...........ccceeeeeenn v
Summary of Literature Review ............ Ceerseasaasenonn

3. Methods .civevieeccaneaconcnnnne ceessee Ceerecssccccccnsas oo
Design and Analysis .....c.coeeenen s Ceeresanaesaenas
Sampfe Selection ........;.:57... ....... Ceedretveannaenee

INStrumentation ...eeeeeeeeersacccsssccasodossssnanssasse

vi

17

18

20

4

25

28
30
33

35
35

38



CHAPTER Page
HOML Inventory ........c...... B e 39
" Nursing Child Assessment Feeding Scale (NCAFS) ........ 44
Measurement of Variables Related to Home
oY TR oo ol 2 ¥ T 49
PrOCEAUNE e e et e e e e e e e et e S 50
%‘ .
Jraining Procedure ........ieiiiiiiiiiiiiii e 5¢
Ethical Considerations ... ..ot et anenanan cone 53
S e T I VO 54
4 .
Sample Description .........oooon.e. et € e Y
Study Sample .......vu..... e ettt e, 54
Comparison of Normal and Study Samples ........ ..., 56
Study Results ... ... T ettt 54
Infant Age and Maternal Attribution of Risk ........... 54
Attribution of Risk and Monitor Ala}ms ................ 60
Variabies Differentiafﬁng Uyads in large
and Slight Risk Categori®® ....cueieniininnininnnnnnns 63
_Mother-Infant Interaction and the Home . \
Environment ...... ..., e Ceeeeeiannn Sesnaenaas 66
»
NCAFS and HOME Invgntory Scores fof\ﬂyggé
( Differing on DeMbgraphic Characteristics-......... .. 82
) '+ Maternal Reports About Home Monitor}ng o
and Care of the SIDS Sibling ..eeevieiinnnnnnn. PR 90
\ . "
Factors Contributing to Maternal Concerns ........ ce et 92
Summary of Results ........ ceteseseeas Ctterseccsenanans 102
o °
. . !
5. Discussion, Conclusions, Limitations ' -
Implications and Recommendations ............. P, cee.. 105
Discussion of Results ....... feeeees ceeees Ceedm s ..o 105
. vii



(HAPTER bt ) rage

Maternal Attribution of Risk to the SI105-
R 13 12« T 104

+ Variations Ambng Mother-SIDS Sibling Dyads ‘on
Interaction and The Infant's Home Environment ....... 110

. Differences Between the Study and Normal
Samples on Interaction and the Infant's

Home Environment . ... ie oo e eeneeaeonnaennonsnasenns 11/
The Home Monitoring bxperience .........cceeeieeennan.. 120
The Conceptunl Model . ...ieiniii i iieiananennanns 124
CONC T USTONS & et et teteeceeeneseeneoaeneossesnanensennsanas 126
LIMTLations ....eeeeviiiiiaan, @t e taeesaneea e 129
\\
NUrsing Implications ...uueeeenroeeneennnnneeeenenannnns 130
Recommendations ...eeeveeieencnenns P 136
REFERENCES tit ittt es e e i et i e eaaaaenn PP @ttt et 138
APPENDIX T: Nursing Child Assessment N
Feeding Scale (NCAFS) ..o iiiiiiiiniiniin.n. 147
APPENDIX 2: Home Observation for Measurement of the
Environment (HOME) Inventory .............. oL 150
APPENDIX 3: Guidelines for Descriptive Data About
Sample ........ et L 153
APPENDIX 4: Interview Guide for HOME Inventory .......cee.van... 158
APPENDIX 5:  Record of Monitor AlarmMs ...eeeeeeoeeroececaannnanns 163
APPENDIX 6: Consent FOrm ..ieeineneeennneonns e et eeeees 166
\ R
N =~
v

[



TABLE

1.

9.

10.

1.

12.

13.

14.

1 LIST OF TABLES

(haracteristics of Study Sample for tach Case ............. '

frequency Distributions, Meams, and Standard Deviations
of Demographic Characteristics for Study Sample and

Normal Sample .o it i et e emnseaaeas ™

Maternal Attribution ofs Infant Risk at Initial and Final
Data (ollection Visits, (orresponding Infant Age and Age

ot Previous Baby at S105 beath, for tach Case .............

/

Maternal Attribution of Infant Risk at Initial and final,

Data (ollection ¥#86its, (orresponding Confidence tir
Monitor Accuracyl and frequency of Monitor Alarms, for

FACH (ASE e e e e ad et ettt tesaeaeasaaasnaeanaaonansaosnannnsns

NCAFS and HOME Inventory Scores According to Maternal
Attribution of Infant Risk and Months Elapsed Since the

B T - 1 ¥ ¢ ORI PP

Statistical Contrasts on Demographic Variables, Home
Monitoring Variables, and NCAFS and HOME Scores for

Mothers Attributing Large Versus Slight Infant Risk ......

Déscriptive Information About the Feeding Observations

Total and Subscale NCAFS Mean and Standard leviations

for fach Participant ..eieiinnennneeoenvnnnenoasssaenanns

Total and Subscale HOME Inventory Scores for tach

S .
PAartiCiPant e ieee ittt ittatentetanaaacr ey

Statistical Contrasts Between Study and Normal Samples

on HOME Inventory and NCAFS Scores ......... i eeaeeaseeaaan

Statistical Contrasts on NCAFS Total and Subscale Sco;ss
Between Mothers Attributing Large Versus Slight Infan

RASK wonnevennnnns ettt

8

ﬁtatistical Contrasts of Factored NCAFS Scores Between

Mothers Attributing Large Versus Slight Infant Risk .......

Statisticat-fontrasts on HOME Inventory Total and

Subscale Scores Between Mothers Attributing Large Versus

Slight Infant Risk .....ccceec... eeeresscenaan Ceeresasaeeann

Statistical Contrasts on HOME Inventory and NCAFS Total
and Subscale Scores Between the Normal Sample and

Mother-SIDS Siblings in the Slight Risk Category ..........

. ix

—~—

61

64

6/
6y
77

73

75

77

78

80



TABL € -% Page

-

16, Statistical Contrasts on HOME Inventory and NCAFL Total
and Subscale Scores Between the Normal Group and Mother-

SIDS Siblings in the targe Risk Category .................. . 8l
16. Demographic Characteristics of Mother-SIDS Sibling Dyads
and Matched Mother-Infant Dyads for Each Participant ...... 84
1/7. Infant Age, Corresponding Risk Category and Ranks on
NCAFS and HOML Inventory Scores for tach Participant ...... 86
1e. Frequency of Mothers With Concerns About the S105-5ibling,
Monitor Management and Life Circumstances According to
Maternal Attribution of Infant Risk ..., gl
™~
LY .
”
.
-~ ' »
1 -



LIST OF FIGURES ‘

N .
FTGUKE
1. Child-Health Assessment Interaction Model .....0.......
~.  Bar Graph of Total NCAFS Scorestby Participant
and Observation Number ... . . ... i e e

X1 .

P i



{HARTER

Introdactron

L3
Advarce. sap medical equipment technology have touched the home as

we 11 as the hospital enviponment . The intant whe 15 on home montoring

r"\'c
requires special kande of medical considerations, technical eaquipment

ard speviral ocare. Ac a result, assues of anterest to nurses have

-

ererged,  such as these centering on parents whoe must rmrture anfants

recurring technical care tor Tite-threatening Alinesses.  There as an

clement  of  uncerteinty  <urrounding the anfant'< physacal  cordition,
which i this anstance, 1 ghe  petentral  for apnea eplsodes,

’
bradyeardia  and ultimately cardiec arrest during periocs ot wleep.
Farents  of mf3n$x on home monttering face the usuel challenges and
N
drftaiculties of cgrane for a baby, plus the uncertain cocurrence ot a
£y
medical  emergency,  the  neeessity  of  manaaing nevel,  unftarallar

equipment and technical procedures such as cardropulmenary

-

resuscitation, .

The use of ¢ardiorespiratory monitors at home arose fronm the

hypothesis that prelonged apnea during sleep may be one of the final

pathways -'1eading to sudden infant death syndrome (ST0%)
\

(Steinschneider, 1976, valdes-Dapena, 1981). "Prolonged apned 15
) *
defined\aé-cessation of breathing for twenty seconds or longer, or as a

brfe?er episode associated with bradycardia, - cyanosis or pallgr”

(Qyirican Academy of Pediatrics, 1979, p. 1). The dearee of
éé!%tionship between prolonged apnea and,}STDS has not been fully
oM FS . 4

7

rmined. However, in two-thirds of SI1DS v1ctim§ {Kelly & Shannon,

-
* £



Jus, ) resu it ot trcvue studies wuggest that death  occurs atter
rene cted eporaedes ot hypexaa (hypevent Tat 1on) and hypoxeriae (decrcaned
evygen 10 the bloed), probably due to chrong repeated eplsodes of not
breathing odequate ly (Valdes-Dapena, 1981, po 6).

About 90 anfants per oyear dieoof  ST0S o Alberta. The rate of
death due to <10 19 twe per 1000 a0 the general population.  The ik
ot SIS ancreases shightly te 2.1 percent with subsequent b bing.,
Chel Ty XN Shanoen J9s 0o pr 04 ). Ao well, S0 percent ot antants whoe
capr Terce  en o unexplatned epasede of antantaile apnea w) 11 experience

anast hen cpteode reguiring stariticant dinterventaion to teranaty the

coreode (helly & Shannen, dusrs po 1253) 0 The majorty of antantys on
hore romitoricec f£all ante three cateqories: (a) siblings ot  STDS

victime, (b} anfants who have a history of infantile apnea, () and
grerature anfante waith recurrent apnea and Cyanosis.  Haee momtoring
of theoe dntents 1o seen to be the means of warning parents about the
oncet of a potentially fatal episode of apnea and/or bradycaerdia.

Twee hore ronitoring programs have been established 1n Alberta, one
providing  service  te o families ino northern Alberta and the other
servicing  families  Tiving an the southern pqrt ot the province.
Infant< who may be candidates for home monitoring are referred to one
of these cenﬁérs, where physicians, nurses and technical experts are
available to provide professional support during the period the monitor
is being used. . Throughout Alberta, more than 100 infants per year are
placed on the home monitarind intervention (J. Deforest, Personal

(ommunication, November, 1983; B. Gumbus, Personal Communication,

Septemher, 1983). About one-third of these infants are siblings of



Yotanto whe have died tror sudden antant  death  syndrofe (Mitahe
ot conal Lomeuntcat ton, Apral Mo,oaed),

The use of momitors at home has been criticized by some physicrans
Letause of doubts about the accuracy and rebrability of momitors andg o
concern that the anxiety monitoring may (reate n parents can resolt an
hare ol COnLeQuUences to family harmony and the parent -1atant
relationahip (Kevamarn, Bechwith & Kay, 19750 Lewak, 19745, Lucey, 14978,
Neboeon, o lasan Coveral  researchers have  neted  that the  case ot
adaptation to home monmitoring and the degree and duratron ot parents!
ansrely ceered to be affected by the freguency and nature of  the
momitor  alarme (Elack,  Hersher & Steinschneader, 1976 Maequro &
“heets, 1983%) and the ¢linical conditiod of the infant (Earr, 1980 ).
With the present technical hmit(;tu‘m\ ot the Lnathmv, monitor alarms
are anevitable and often there 1 ne (lear explanation a< to whether
the alars originated trom a nachine inaccuracy or an apneic antant.
Determining the cause of the monitor alarm rests with the parents’
ability to  assess their infant's condition and the cirecunstences
surrouncing  the alarm <ituation. Southall (1983) notes that. monitor
alarms, even if most or all are due to machine 1inaccuracy, may
reinforce parents' belief that their baby might die and "result 1in a
self-protective attempt to'reduce the pain of impending death, that 1is,
withdrawal of love or even rejection of the child" (p. 133).

In spite of the foregoing expressions of goncern, no observational
studies have been conducted to determine how home monitoring mediétes

the parent-infant relationship. What T1ittle information nas been

*
reported about the parent-infant relationship was based on parents’



coelt-reports about senaative  areas such o as \M{Q amount ot rratathon
telt towards the mooitored antant (tain, kelly &  Shannuon, 1980),
whether parents telt they held, played with and enjoyed their babies
more or leas than averaac (Black et al., 19/8), and mm" mothers telt
about caring for their own babiles (DiMaggio & Sheetz, Tasi). Whale
parents’ attitudes and beliets are important thas subjective
ynformation provides only a small part of the antormation r\:( euvaary tor
detersang how the parent—infant relatienchip ¢ mediated by the use of
anoapnea contor

Kelationships  are  armittated, buirlt, mawntarned, undermined  or
terminated on the basis ot anteractions, or the behaviors thal occur
between twe ndividuals. To medasure only the mother's attitudes and

tets te the exclusion of behaviors which occur between a mother and
infart, 1< to deny the complexity and essence ot the rﬁpthe*r-th]l(l
" relationship,  thet . reciprocity  or mutuality. A measure of  the
mother-intart relationship should anclude both partners! individual and
;Hte*r'dvpe’mwr1t contributions to the maintenahce ot reciprocal
irteractions.  trom the infant's point of view, he needs someone who
will respond contingently to his signals ‘for interaction. When the
infant in turn modifies his behavior in response to his mother's
caregiving attempts, then each reinforces the other's behavior. . The

[}

ultimate goal of reciprocity is mutual enjoyment. When there is mutual
enjoyment, parent and infant do not hesitate to return for more such
interpersonal moments. "

Not only will the reciprocal qualities of interaction facilitate

enjoyment between mother and infant, but reciprocity will also foster

L



the intant's development.  Part ot the mother's role 18 to provide the

N
Intant with the appropriate kaind and

amount of stiwmulaton. Although
come of this stimulation will be available through the richness ot the

physical envirenment, the infant «t11] needs a careqiver who can arouse

hie  interest  in o his  surroundings  and  organize  the  variety and
Rl

g

Llre'(h(tdmh\y i ohas daily life (Barnard, 1983).
Come parents have reported that infants on monitors are held and
cuper viced more than average (Black, Hersher, & Steinschneider, Ju/e) .

\

Lecause of such reportsy 1t has been suggested by resedr(,hers’thdt

"monytor usaqe . . . could induce <ome developmentally positive changes !:
in the infant's environment and/or  social interactions' (Black, )
“teinschneider, & Sheehe, 1979). The question of the potential of the .
environment to foster the deveh)%e‘:)t of monitored infants 15 very
worthy of study, particularly since there 1s evidence to suggest that

come infantile apnea cases (horobkin & buillemindult’, 1979) andg some

infants who suffer from increased respiratory instability in the tirst

week of life may be at risk for developmental delays (Black,

.

Steinschneider, & Shéehe, 1979}.

Thert is minimal information on the effect of home monitoring on
aspects of thelparent-chi]d relationship. As well, further evidence of

the need for research arises from the fact that a?though‘the premature .
’A\“‘\\\\infant, SIDS sibling and infant with a history of infantile apnea have
characteristics which render them as_ separate  groups, many
investigators have studied these groups as a hoﬁogeneOus population

(Black et al., 19787 Cain et al., 1980; DiMaggio & Sheetz, 1983).



6

Kesearch (pu’Sti«)ns

~

This study will examine two quostfonq related to the mother-infant
relationship with a qroup ot SIUS siblings who are presently using the
home ﬂ%nitnrinq intervention. Ihe;e two questions are:

1. What are the characteristics ot the home environment, specifically

the social, emotional support and cognitive stimulation available

to the 1ntant to support his development?

V. what are the reciprocal characteristics -of mother-1ntant

interaction during  feeding episodes, specifically ¢ mother's

wen<itivity to infant behavior, response to infant distressi\and
provision of social-emotional and cognitive growth-fostering

o
experiences and the infant's clarity of behaviors and response to

the mother's caregiving?

The horme monitoring experience will be considered in terms of how the

parent-intant's interaction and the quality of stimulation in the hone
éuvironmont are mediated by maternal reports about the cause of monitor
alarms, maternal attribution of risk to the S1D0S-sibling, maternal
confidence in the accuracy of monitors, and variables concerning the
loss of a previous infant from SIDS.

In Summary; the purpose of %his study is to fill some gaps in our
nursing knowledge about mother-infant interaction and the quality of
stimulation in the home environment with mothers and SIDS siblings who
are using the home monitoring intervgntion. This knowledge will help

to identify nursing interventions aimed at supporting and promoting

mutually enjoyable reciprocal parent-infant interactions and growth-

[



fostering home environments.

Definitions

Parent-infant interaction refers to the reciprocal behaviors ot a

mother and infant durina a teeding episode as measured by the Nursing
(h11d Assessment Feeding Scale (N(AFS) (Barnard, 1978a) (see Appendix

1).

The pattern of interaction, as measured Dby the Nursing C(hild

Assessment  Feeding  Scales  (Barnard, 1978a) reters to sequences of

mother-intant behavior which demonstrate the following mother-infant

characteristics:

1. Mothe> +#{ sensitive to infant cues (items 1-16)

7. Mother is responsive to infant distress {(items 17-24)

3. Mother provides infant with social-emotional arowth fostering
experiences (items 28-41)

4. Mother provides infant with coanitive growth fostering experiences
(1tems 42-50)

5. Infant signals the mother with clear cues (items 51-65)

6. Infant is responsive to the mother's caregiving (items 66-76).

The social-emotional support and cognitive stimulation available to

the infant in his home environment refers to the mother's emotional and

verbal responsivity, avoidance of restriction and punishment,
organization of the temporal and physical environment, provision of
appropriate play materials, maternal involvement and variety in daily
stimulation as measured by the Home Observatign for Measurement of the

Environment (HOME) Inventory (Caldwell & Snyder, 1978) (see Appendix 2).



Reports about the cduse of monitor alarms refers to the frequency
with which the moather assigns the source of monitor alarms (see
Appendix 5) to the following cateqgories:

1. Infant apnea/bradycardia
7. tguipment difficulty
3. tncertain  (cause could have been due to either the infant or
\
equipment ).

L4

Maternal dttriggglgy‘_gi~7risk to MEQQ__ELQRiP]D][Qﬂ, refers to the

mother's statement about the chance (none, slight, moderate, large) of
the intant having an episode of apnea or bradytardia (see Appendix 2,
guestion 18).

Maternal confidence in the accuracy of the monitor refers to the

mother's statement about degree of confidénce  (not, slightly,
moderately, very confident) that the monitor alarms relay correct
information about the infant's respiratory status (see Appendix 3,

question 10).

Research Objectives

]

The objectives of this research study are:
1. Describe patterns between the following variables:
1.1 The risk category in which mothers place tne SIDS-sigTﬁng.
1.2 Maternal confidence in the accuracy of monitors.
1.3 The hours per day of monitor use.
1.4 The age of the SIDS-sibling.
1.5 The age of the previous infant at the time of the SIDS death.

1.6 The number of months since the SI10S death,



Q

1./ Demographic characteristics of the sample.
1.6 The nature of monitor alarms.
2. Describe patterns of mother-S1D% sibling interaction as measured by
. the Nursing (hild Assessment Feeding Scale (Barnard, 1978a) .
3. Describe characteristics of SIDS-siblings' home environments as
measured by the Hom670bservation for Measurement of the tnvironment

Inventory (Caldwell & Bradley, 1984).

Dewcribe mother-SIDS <ibling interaction and the home environment

i

between  mother-S10S  sibling dyads and @ normal  group of
mother-1nfant dyads.

£ lescribe maternal reports about the impact of home monitoring and
care of a S1DS-sibling on selected aspects of family life.

6. lescribe mother-SIDS sibling interaction &nd the* S10S-siblings’
home environment according tosvariations in:
6.1 The risk cateaory SIDS-siblings are placed in by the mother
t,.7 Maternal confidence in the accuracy of,monitors N

6.3 The number of months since the SIDS death of the previous

infant

6.4 The number of months the monitor has been used

6.5 The nature of monitor alarms

6.6 Demographic characteristics of the sample /r

6.7 Maternal ,reports about the impact of home monitoring and care

of the SIDS-sibling on selected aspects of family life.

=

Conceptual Mode)

-

2

The Child Health Assessment Interaction Model is theoreticai]y

censitive "to the importance of environmental conditions during the
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fir<t year of lite ot not only the child but the parents as well”

(Harﬁﬁ(d, 1a78b, p. 18). This wode)l demands that attention be ngen'to
A N

the "matrix of circumstances, attitudes, behaviory, affects,

perceptions and stimulation that interact to form the qualtity of the
* )

/

(hild's environment and to intluenc€ the comfort of parents «in their
¥

role” (Barnard, 1978b, p. 18). Because of the assumption that it is in

the interaction of the parent and infant that information about
. X -
conditions in the ongoina environment «ill emerge, 1t 1s further

-

assumed that microandlysis of pafent-infant behavior will provide the

\
most fréitful data.

Cheracteristics of the (hild Health Assessment Interaction Model

. R .
‘ent and infant are conceptualized as an adaptive interactive

Tt embedded in an environment. Characteristics associated with the

infant  and  the paerent as  individuals,: patterns ‘of  parent-infant
L4 -

interaction, and features of the environment have an interactive impact

A ¢ ) .
on health and developmental outcomes of thé parent and child. .

Parents' Beliefs About the Infant

. B S~
Parents of the young infant are initially learning caregiving and

nurturing behaviors that are specifically appropriate £o thé infant's
needs and to cues he gives of those needs {Sander, 1976). To the
degree that tﬁe infant is predictabJe‘and the conditiona for learning
to care for }he infant occur with a minimum of distress and tension,
the infant may be easier to understand‘and get to.know. The devé]oping

parent-infant relationship may be .infiuenced in a negative way by the

acquisition of insufficient or” inaccurate information about the infant

s



or by the perception of conditions surrounding the infant as actually
or potentially harmtul (Kennedy, 1973). The parents of the infant on
home monitoring develop a relationship with their infant with 1darning
td&k%[&uch more numerous and difficult than the parefts of the normal
infant. Special knowledge must bhe acquired to nmnﬁge the technical
aspects of home monitoring. In addition, monitor alarms provide a
source Of. information to parents about the state ot their intant's
breathing and heart rate from which the parents may furm beliefs abou1
the severity of risk to the infant's health and life.

Pérehts' beliefs and attitudes about their child's health may
inf luence their behaviors 1in various ways, thus indirectly influencing
the child. Parents' beliefs about the severity of risk to the infant
on an apnea monitor 1is a variable of importance in & study of

parent-infant interaction with this high-risk group.

The Environment : - .

An assumption of this model is that "assessment of the child's
environment is important in any child health assessment model*
(Barnard, 1978b, p. 7). In this conceptual model, stimulation 1in the
environment is conceptualized as animate, 1nc1udihg the experiences of
the infant which originate directly from the caregiver and inanimate
including the variabi]ity and richness o% the child's physical world
(Barnard & Douglas, 1983). Conditions related to\}he care of an infant
on a monitor, such as mothers' beliefs about the‘zgverity of riék to

the infant-may be reflected in the quantity and quality of stimulation

available to the infant in his home.



Mother-Intant Interaction

The purpose of rpresearch about retathonshaps s to determine the
patterns of  interaction t)etwt‘(:n two  people. The patterns are
theoretical constructs which arise QTHI an agaregation of sequences of
interlocking behaviors and the indepen\dent behavioral repertoires that
make them up. According to Thompson and Walker (1982), "the pattern
hetween  one  person  and  another  can take  many torms, reflecting
dlffm‘wt\ conceptual  models ot relationships  and interaction™ (p.
190 ). Theretore, Claritication ot the conceptual  basis ot the
interaction patterns under study is an essential aspect ot research
aboul relathionshapes.

based on the (hild Health Assessment Interaction Model (Barnard,
1978b) the interaction process 1S conceptualized in terms of basic
'(:—h\bracte*rixti(s of the infant and (areqivér that facilitate smooth,
synchronous, - reciprocal interactiosns. For the infant, the
chara(te»riatmé are the ability to produce clear behaviors and the
ability to respond to the  caregiver. For caregivers, the
characteristics are the ability to identify and respond (ontingent}y to
infant behaviors, including distress, and provide the infant with
social-emotional and coanitive growth fostering experiences (Barnard,
1978b). These characteristics refer to 1nteraét1ve patterns ang could
not be the focus of an analysis of individual behavior. For exaﬁple,
the caregivgr's sensitivity to infant cues arises from a combination of>

maternal responses to the specific behaviors of the infant and so is a

pattern than cannot be inferred from information about only one

participant. From the aﬁﬁTapeﬁLnt of independent and interactive



behavioral repertoires within the constructs of parent and infant

characteristics, patterns of interaction and the relative. contribut ion

of each partner to the reciprdcal quality of the interaction, can be

;:}%§qued. Fiqure 1 depicts the interplay of variables between the
SIDS  sibling, the mother, and the environment. Measurements ot

mother-infant characteristics that facilitate reciprocal interaction,
mother's beliefs about the infant and the environmental stimulation
dgvailable to support the in}dﬂt,'ﬁ development provide 1nformatIon which

will describe essent Tl aspects of the developing parent-child

relationship.
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Figure 1. EH:Rd—Health Assessment Interaction Model (Adapted
Barnard, NOAST Manual, 1978, p. 18).
|
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Revigw of the [terature

Iy

The purposes ot this Titerature review dare to:
- -
1. “Clarity the conceptual basis of parent-intant anteraction and the
effertive environment for child deve lopment .-
J.. Tdentaty characteristics of parent-child interaction and the home
environment related to positive developmental outcomes for chrldren.
1. Dewcribe aspects of the S1DS=sabling "group and the home momitoring

expertence that may account for variations 1N ~medsures ot

parent-intant interaction and dimensions of the home envaronment.

“
f lements of Mother-Infant Intt‘ra(tmﬂ{”_

(ontemporary  research on  the mother-infant S.ystem views the
interaction process as a mutually reciprocal dance or dialoque (Bakeman
& bBrown, 1980; Barnard, 1978b; Brazelton, Koslowskl & Main, 1974;\
Field, 197¢). For the interaction to proceed smoothly, the parent and
1ﬂfanF must possess a sufficient repertoire of independent behaviors.
The infant nmst’be capable of sustaining alertness, hearing, seeing.and
physical movement, ' He must have sufficient verbal and nonverbal

behaviors to signal a readiness for stimulation or a need for a break

SEREY
PR

or cHénge in the iﬁteraction. The mother must be able to present the
# infant with various amounts and kinds of stimulation through language,
tod%h, m0vemenp and facial e;pressions. She must be able to identify
and respond ko infant »behaviors that signal a readiness \for

interaction, or delay responding or stimulating until the infant



T et e, - P——

Crgnals  a readiness, The mother ' tasks also anvelve  communicating
intormat o such o ac attection,  approval o or dicapproval  (Barnard,
IERES N When  the repertorre of o behavyor s \)fh mother and infant  are
adeguate, then Sequences of mmteractive behaviors with the

characteristic of reciprocity are possable.
[

Keciprocity in the Parent-Infant Systen

9

The tuedamental  and defaining characteri<tic ot the anteractions
making up a relationship s reciprodity, also called parr relatedness,
cutuality, or behavioral interdependence  {(Huston & RKobins, 198 ),  and

N _ »
reterrad te as reciprocity an thais <tudy.
Keciprocity in the parent-infant <ystem anvolves an exchange  of

tntormation  or  <timull which  flows from and reldates to  previous

stimuli, Rec1procity  occurs  when  the  response to  a behavior 18

contingent  and/er <amilar  in kand to the other's behavior (Field,

Ja/e).  Reciprocal behaviors may be child or parent anitiated.  When

L ]
the mother presenfs appropriece stimulation, pauses so the intant can

. . A

ahsorb and respond, she is behaving in g reciprocal manner. S larly,
when the mother pau<es or slows her activity in response to the infant

looking away, falling asleen or fussing, she 1is behaving contingertly

to the infant's signals for a break or change in the interactiop. Not

inierrupting, taking turns, respecting the infant's occasional breaxs
from interaction, and reserving stimulation for periods of
attentiveness are features of a reciprocal interaction (Barnard: 1978b;
Field, 1978).

.

The parent and infant will initiate, susta'n and terminate

P



interactive sequences ano o mutually \di 1oty ing wa‘y when thear behaviors
are o recaprocal. When reciprocity s lackaing the anteraction  appedrs
Tess  ammmated,  asynchronous  and  disorqganized. The  disorganized
ynteraction may be task oriented with Tittle social time or cognitive
ctimulation, tewer episodes of  mutual  responsiveness  and  hmited
behavioral repertoires ot the antant  and/or  parent. An actve,
<timulating, intrusive adult and a gaze-averting, unresponsive ntant

1o an example of an interaction lTacking 1n reciprocity and synchrooy.

f\'ﬁ( 1prog a»l_lyf ]Auor)}f*,\ n M(>th(>r'~ Irﬁufgp_t‘Al_n_S‘_rla;(_tj_g]

There 1< ample evidence in the literature to support the notion ot
reciprocal anfluences in the parent-infant system. Behaviors such as
vocalizing, smiling and crying are signal aspects of the antant's
repertoire, and serve to maintain the proximity and responsivengss ot
the  careqiver. The fact that these behaviors c¢dan eilther el
responses or occur as a result of others' responses, points to their
interactive nature.

Gaze behavior of the infant has been reported to elicit maternal
vocalizations and eye contact; whereas, a restricted range of maternal,
verbal, or gaze behaviors has been associated with less social behavior
from infants (Stern, ~1974). Infant smiling has been associated with
more maternal responsiveness (Bell, 1971), while increased crying and
Jirritability have been related to less maternal responsiveness
(Beckwith, 1972; Bell & Ainsworth, 1972; Campbell, 1979; Cooper &
Schraederﬁ.1982). Robson and(ﬁpss (1970) noted that mothers in their

study who were classified agfjﬁie attachers, reported babies whc cried



more and were Tate an o exhibiting smling and eye contact.

Research faindings on thv. ‘tmnpmnl quality of anteractive behaviors,
Indicate that the ability ot mothers to respond contingently to the
mntants! cues tor attention and  non-attenton, faciltitates the
wooothness ot the interaction (Brazelton et al., 1974; Stern, 19/4).

)
Some research tindings provide evidence that it dan adult's stamulating
behavior s not based on the infant's cues ftor attenthron and noen-
attention, the result s dncreased intant gaze aversion, tretting and
less posative aftective expression by tmt\h mothers and intants (Bakeman
X Hrown, 1980; (rnic, Raqozin, Greenberg, Robinson, & Bashman, 1983

Faeld, 149777 Goldbery, 1978).

<

The At-Risk Infant aILd__F"’laté’r‘_vml Resp()nixlven(‘\x

The question of the high-risk anfant's behavior as an ehicitor of
maternal  response  was  studied by Holaday (1981). The researcher
determined  that  the high-risk anfant's crying elicited a quicker
response time and closer proximity to the mother, in comparison to the
normal group. The researcher suggested that when infants are 111, the
nature, severity and consequences of the infant's distress may be less
clear to the mother. Thus, she responds quickly to all infant crying,
regardless of the context.

Researchers reported increased amounts of maternal involvement and
stimulation with infants who were premature (Barnard; 1981; C(rnic et
al., 19€3), or i1l (Green, Fox, & Lewis, 1983). Researchers, however,
disagree with the outcome of situations where mothers are nighly

invelved with unresponsive or handic?pped infants. Barnard (1981b)
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reported that parents, who nitially pult out <o much ettort, showgd
Tess wnsit\_ivit,y and responsiveness to their premature infants at e1dht
nm‘nths of d\tje, suggesting a  “super-parent-burn out" phenomenon in
parents ot children with problems  (p. 94 ). (rnic, Raygozin and
associates  (1963) reported opposite results, with mothers remaining
highly involved with their premature infants throughout the first year
of Tife.

Diccrepanc jes  in research results are apparent with reference to
the relationships  between infant  behavioral styles and  maternal
responsiveness, What appears to be la‘cking in these studies of
mother-infant behavior is a clear, .Consistent conceptualization of
maiernal responsiveness. According to Bell (1971), as the tasks o%
caregiving (e.q., feedi\ng, diapering, relieving distress) increase, the
amount of time spent in purely social interaction decreases. So the
infant with a more difficult behavioral style or health problen that
demands close observation or demands more than usual baby care, may
max pmize caregiving situations and minimize social interactions.

Bell's (1971) nction of a difference between caretaking and social
interactions has been supported by other investigators. wureen, fox and
lewis (1983), 1in a sfudy designed to determine the independent
contributions of prematurity and iliness on the infant's behavior and
mother's responses, found that sick term and préterm infants were less
attentive and fretted and cried more at three months of agé than term
and preterm healthy infants. Mothers of sick term infants spent the
least amount of time in social interaction tut the most amount of time

in caretaking behaviors, such as relieving distress. These mothers

A



«pent more  time N proximal and  kinesthetic <timulation but
demonstrated the Teast amount of affective <taumulation.

Some mothers  have  behavioral repertoires  that are  more task
oriented  and \6( ial episodes tend to occur separately from rout ine
Care.  tor other mothers, every interaction 1s a social occasion. Most
studies of mother-infant interaction do not standardize the context of
interaction during data collection but sample whatever Interactions
occur over a specified period of time, reqgardless of their purpose.
Failing ta idvnt}fy the context of interaction reduces the clarity and

meaning ot the Weasurement s, 4

The Influence of the Monitored Intant's Behavior on Parents

Caring tor an infant who requires a cardiorespiratory monitor
results in a set of circumstances that differ from conventional norms.
The infant must be either attached to the monitor or constantly
observed by his caregiver to ensure his physical safety. As well,
parents who have experienced the sudden death of a previous infant may
tend to feel somewhat fearful of all young infants (Krein, 1979), may
have difficulty getting close to their subsequent infant (Rowe, (lyman,
Green, Mikkelson, Haight, & Ataide, 1978) and may have intense
celf-doubts about their caretaking abilities (Mctiroy et aqu 1979).

Some parents of infants on cardiorespiratory monitors kreport
responding immediately to infant distress and preventing
overstimulation for fear that infant fatigue or crying would induce
more apnea (Steinschneider, 1974). Mothers were asked to report the

amount they held, played with, and enjoyed their babies in comparison

,/\\
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to their perceptions ot the averaae time parents spend with these
d(tivltit‘\f Fifty percent of 31 couples with infant<s on monitors
reported that they held their infants more than average, especially
when asleep. One-third reported playing with thear baby and enjoying
their baby more than average. One-fifth of parents reported holding
the «hild less than average; one-tenth played with the baby less; and
one-tenth reported enjoying their babies less than average (Black et
al.. 1978). The majority of parents perceived the amount of contact
with their infant as more than averayge.

This close ACOthCt and proximity of the parent and antant on 4
monitor sets up circumstances that should facilitate the development of
reciprocal mutually _enjoyable interactions. Whether this 1increased
contact of thv( aarent and infant actually does result n reciprocai
ré%DOnSivity has never been investigated with the 5105 sibling and
parpnf. Contemporary reséarchers place emphasis on the reciprocal
dimensions  of interaction when describing the quality of the
mother-infant relationship. It 1 the quality of mutual
responsiveness, not merely proximity, that wil)l facilitate the

development of a close relationship between the mother and infant. In

the words of Bell (1974):

the shortcoming of the theory of attachment that Bowlby has
developed, is that it does not speak sufficiently to social
interactions. . . . Proximity is necessary but not enough

(p. 9).

s

A case study revealing the impact on a mother of her apneic

infant's behavior emphasizes the importance of assessing the status of



the parent-intant relationship when monitors are used. Praior to the
initial apnea episode, the infant's interactive b@hdvior\ were within
normal limits for a preterm infant. Subsequent to the apnea episode,
the intant, for more than three weeks, displayed less alertness  and
decreased  visual and  auditory  responses. The mother's  reports
indicated <he was acutely aware of the difference in her infant's
behavior following the apnea and one hour prior to the apnea episode.
When  the anfant's behavior deteriorated, the mother became anxious,
depressed and suftered from fatigue. Two weeks after the mother took
the infant home on an apnea monitor, she reported to the nurse: "Since
the baby is still on a monitor, 1 don't feel he completely bLelongs to
me" (McElroy et al., 1979, p. 401).

In sumnary, there i< sufficient evidence in the research literature
that infant behavior and parental responses are linked 1n a reciprocal
marnner . The focus of this study is on the question of whether
parent-infant interaction 1% mediated by the use of an apned monitor

with a SI0S-sibling.

The Influence of Monitor Alarms on Parents

Authors elaborating on the conceptual elements of interaction note
that not only observable behaviors, but also the subjective conditions
surrounding the behaviors are relevant elements for measurement (Huston
& Robins, 1982; Thompson & Walker, 1982). A subjective condition is an
attitude, perception, belief or re]at{vely stable orientation held by
the mother about her infant or conditions surrounding thipinfant. A

subjective condition arises out of interaction, and a]t50ugh referred
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to as stable, may be more or less so, and therefore subject to within

person variation (Huston & Robins, 1887, p. 906 ) .

There have been very few studies on how the perceived and actual
severity of an illness affects the fam}'ly or parent-child system.
Offord, Cross, Andrews and Aponte (19/2) determined that mothers'
perceptions of the severity of their child's congenital heart disease,
had more effect on family life and the child's adjustment than the
actual severity of the disease. Overestimation of severity was greater
with lower socioeconomic families and when mothers had lived with an
awareness of the child's 111 health for soﬁe time prior to the
formulation of a definite diagnosis by the physician. It seems
plausible that anxiety associated with a child's illness may increase

the likelihood of parents' overestimating or underestimating the

severity of a disease and the risk to the child. :
\

It has been suggested that parents' self-reports about the‘iiver1ty
of apnea may not always be accurate due to the high anxiety felt by

'pEP&@ts. Nelson (1979) notes that

“

the same signs and symptom< in a given apneic infant may lead
to resuscitative intervention by volatile parents that would
not have produced such a reaction in those more stoic. ...

Characterization of these parents . . . could help in the
evaluation of this factor and its distribution among several

infant groups (p. 8).

The questionable accuracy of parents' perceptions about the occurrence
and severity of apnea and bradycardia episodes of infants on home
monitors has been commented on by several investigators (Duggy & Bryan,

1982; Kahn & Blum, 1982; Nelson, 1978; Southall, Levitt, Richards,



Jones lmm,‘dedun, Alexander, & Wilson, 1983).

Although apnea monitors have been made more adaptablie for home use,
apnea/bradycardia alarms can still be. talsely triggered if the Tleads
are ir‘eﬂfr(*(t]y positioned or the controls on the monitor are not sel
correctly or need to be rqﬁﬁjusted due to a change in the infant's
activity level (National ‘SI'I‘S Foundation, 1982). Although a continuous
alarm xh()um‘ distinguish an equiph}ent pr'oblem from the intermittent
alarm of an apnea/bradycardia episode, parents are advised to respond
to all alarms as though they might be apnea/brddycardia‘epixodvs.

Investigators have made some brief commehts with reference to
parents’ react\ms to monitor alarms. Black et al. ( Y78) said the
monitor and alarm rate were parentsﬂ best indicator of the severity of

-
risk to their

:nt. When the¢rate of monitor alarms diminished or

,

no stimulation to resume breathing, parents

i
the infants recuire
worried less. Barr (1980) feported that parents were generally more
anxious if their infant had required (PR. Mothers who reported the
experience of caring for their infant in the firsf few weeks of
monitorirg as easier than expected, related this ease to few or no
alarms or knowing most alarms were false (DiMaggio & Sheetz, 1983) .

In the course of responding to the monitor .alarm, parents may
interpret the cause of the alarm as infant apnea/bradycardia or an
equipment problem. In some jnstances parents may be uncertain if the
monitor alarm originated from a "“sick infant" or a "sick machine".
Although SIDS siblings on monitors are thought to be at greater risk
for SIDS, whether or not prolonged apnea or bradycardia will even. occur

remains an uncertainty. Parents faced with this element of uncertainty



may formulate a belief about the <everity cof risk to their anfant, an

part, on the basis of their beliefs about the cause of monitor alarms.

tqually plausible, are parents who form a belief about the risk to the
intant, regardless of the kind of feedback from the monitor.
This study focuses on the question of whether subjective conditions

relating to the SIDS-sibling and monitor alarms mediate parent-infant

interaction and the stimulating qualities of the home environment. The

variables measured in this study include: (a) parent's reports about
the cause ot monitor atarms and (b) the mother's belief apout the
degree  of risk to her infant of having an episode of apnea or
bradycardia. This information wtll help to 1nf§r posgible reasons tor
variations 1in parent-infant interaction and the home environment as
well as provide <clues as to why some parents have experienced
difficulty terminating infants from monitors.

The Influence of Parent-Infant Interaction and the
Home Environment on Developmental Outcomes

f . Yy \
A number of investigators have found aspects of caregiver-infdnt
1nterac}ion significantly related to later child development. The
mutual responsivity of mother and infant and the contingency of
maternal responses t0.5uch infant behaviors as smiling, vocdlizing, and
distress have been positively associated with later child performance
on tests of mental development (Bakeman & Brown, 1980; Beckwith, Cohen,
Kopp, Parmelee, & Marcy, 1971; Cohen & Beckwith, 1979), more secure

mother-infant attachments and the infant's ability to cope with stress

4
(Belhar, Lieberman, & Ainworth, 1972; Yarrow & Goodwin, 1965).



The amplications of the mother's contingent responsiveness for the
infant's cognitive and social  development become <Clear with the
recognition that maturational advances depend on the 1infant's ability
to respond to stimulation in the environment. This ability is in turn
aftected by the degree to which the environment provides opportunities
for responding (tscalona, ?@ 8, p. 5). The caregiver's ability to
provide the needed doses of stimulation and quiet enables the infant to
modulate his state ot arousal an> attain a level of attentiveness at

P
which he can explore his suFfbundings and respond to his caregiver
(Black, 19/t; Donnelly & Conroy, 1979). Stern (1974) suggests, when
the infant is helped to requlate his own state of arousal on the basis

<

of an adult's interpersonal behavior, he 1s acquiring experience with

precursors of interpersonal coping and defensive operations. . -

Resedarchers  who have conducted longitudinal investigation. with

\

children who suffered paranatal stress have generally concluded that
developmental deficits occurred more frequently with chiTarcn reared in
homes that were growth inhibiting (Caplan, Bibace, & Rabinoviten, 19/6;
Werner, Simonian, Bierman, & French, 1967; wilferman & Broman, 1970) .
Certainly, one goal of research concerning children has been to
determine the causal links between the caretaking environment and
children's later development. Major findings from a longitudinal study
of 193 low-risk children from birth to second grade, indicated that a
measure of the general quality of tzg home environment was.one of the
best predictors of the child's 1atgr I§ and ]anguaée ability (Bee,
Barnard, Eyreé, Gray, Wammond, Speitz, Synder, & (lark, 1982). ‘

The conceptualization of the child's environment, used in this
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study and the previously cited research (Bee et al., 1987), originated
from the work of Yarrow, Rubenstein, Pederson and Jankowsk) (1977) and
was further developed by Bradley and Caldwell (1976) as the basis for
development of a rating scale to measure the growth-fostering potential
of the child's environment (Bradley & Caldwell, 1984). Yarrow and his
associates (1972) distinguished between the an{matv and inanimate
environment. The inanimate environment refers to the T’variety,
complexity and responsiveness of objects and stimuli available to the
child for exploration and manipulation"” (Barnard & Uouglas, 1983, p.
88). The animate environment refers to "all experiences encountered by
the child which originate with or- evolve directly from the caretaker
(§r other people”) (Barnard & Douglas, 1983, p. 89).

Yarrow and his associates (1972) studied the relationship between
measures of infant development and dimensions of the environment with
42 infants aged five fo six months. The var;ety of inanimate objects
available to the infant correlated more strongly with intant
development than the complexity or responsiveness of objects. In terms
of the animate environment, ,the variety and frequency of caretaker
stimg]ation, as well as contingent responses to infant vvocalizations
were significantly related to measures of infant'development and social
responsiveness. The researchers also found that dimensions of the
animate and inanimate environment were independent of one _another 1in
terms of correlation with measures of infant development, suggesting
that global asse;smehts of the environment, as depriving or
stimulating, may be oversimplified (p. 210);

Maternal responsiveness and involvement with infants and the

-



provision of a variety of age appropriate play materials have
N\

documented by researchers  as important contﬁgbutors to mer
development at various stages of early childhood (Bradley & Caldw
1976: Blardo, Bradley & Caldwell, 1975; Pigér & Ramsey, 1980; Rar
Mills, Campbell, & O'Brien, 197%). Researchers have also reported
physical and temporal organizétion of the environment and opportunit
for a variety of daily stimulation to be Jimportant facets of.
environment during infancy (B;adloy & (Caldwell, 1976; tlardo, Bradl
& C(aldwell, 1975). While the older child can initiate some of
activities by himself, the infant is dependent on the caregiver
organize and structure- his daily activities. An environment rich
the variety of inanimate objects is of little value to the 1infa

without the presence of a caregiver who can act as a mediator betw

the environment and infant.

Implications for the Mother-5]0S Sibling Relationship

There is a technical aspect to mothering the infant on a monitd
not present with a normal infant. The caregiver must remain m
conscirusly aware of the infant's color and breathing and mothers
reported to observe closely the amount of stimulation the infi
receives in.order to avoid apnea due to fatigue. QOut of the 1
parents with other children, 74 (70.5 percent) indicated that the ca
of the infant on a monitor was more time consuming tha/:l the care1
previous children (Cain, Kelly & Shannon, 1980). The question aris
as to whether the increased demands associated with infant c:l

facilitates or occurs at the expense of social interaction with 1

S
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infant . As well, there 1s g question ot whether the more technical

aspects o it ant care  promote  or o antertere with mother-infant

responsivity, the mother's sensitivity  to o her intant's cues  tor

attentron  and non-attention or the pmotional support and cogmtive

stimulation provided to the Intant during familiar caregiving and

SpC1al transactions., ;
1
l\

With respect to the infant on.g4 monitor, reports indicate there may

i

be factors which facilitate and interfore with the quality and qguantity
of staimulation in the home environment. While parents report m_gnf
contact with infants, they also report infants have fewer outings and
lecs contact with other people (Steinschneider, 1974). Parents have
reported more apnea with both overstimulation and a 1agkf,oﬁivkge1
PV
stimulation such as a day with no outings, ro visits from other pgopie
and no disrupted routines (Black et al., 1978).

Of particular significance is a study ceported by Black,
Steinschnider, and Sheene (1979) regarding the relationship between
resgjratory instability and infant development of 122 full term
infants, 28 of whom were being maintained on home monitoring. Those
infants classified as having high respiratory instability (based on the
frequency and duration of apneic pauses) in the firstgweek of life
scored lower than infants with low respiratory instability on tests of
psychqﬁotor and mental development at nine mcnths of age. Those
1nfan§§ who continued to have respiratory instability in the fourth
week of life, scored particularly low. After equating respiratory

instability in the first and fourth weeks of life, infants on monitors

scored higher,; on the average, 1in both mental and psychomotor



development . However, difterences were not statistically shramifacant

(p o0 The authors raise the question of whether or not momitor
usage induces some developmentally positive changes an the cnvironment

$
and/or <ocial anteraction. * ‘

The Home Monitoring fxperrence

Researchers tocusing on the dimpact  of  home monitor"mg on Mamily
lite report similar patterns of anxiely and sources of stress. In
géneral, parents felt dsolated, confined and socially deprived (Black
et al., 197¢: Cain et al., 1980; DiMaggio & Sheetz, 1983 Wasserman,
las4 ), In part, these tfteelings were due to the constant demands of
careqivine on¢  inability to fird competent and'fhwilling babysitters.
Parents suf fered from fatigue, irritability and depression,
particularly in the first few weeks of home monitoring. Black and hors
associates (1978) reported that 50 percemt of parents felt their mental
health <uffered. Some mothers were anxious, depressed and still on
tranguilizers after home monitoring had been terminated.

Marital discord often centered around what was safe care of the
infant on a monitor. About 50 percent of parents said their marital
relationship improved, while 10 to 14 percent reported a decline in the
quality of their marriage. (Black et al., 1978; (ain et al., 1980).

‘Increased anxiety, tension’, and feelings of stress among family
members were reported in several studies (Barr,}1980; Black eth al.,
1978; Cain et al., 1980; DiMaggio & Sheetz, 1983). The pattern

reborted in ai' studie: indicates that anxiety and tension are greatest

in the first week, subside over the next month and generally become

- -
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minimal following that period.  for some the anxiety does not  subsaide
(Barr, 19807 Black et al., 1478 Caan et al., 19807 .

Mothers v‘vpm‘é(‘d more anxiely and required more tune to adjust than
fathers (Black et a].,. 1978: (arn et al., 1ago). In general, mothers
felt  they carried “the majority of the responsibility for  home
monitoring (Black (:t al., 14978; Cain et al., 1980; Wasserman, 1984) .
Black and her associates (19/78) reported that more mothers than tathers
felt their mental health suffered. Fathers were reported to express
less feelings of anxiety but hed more concrete concerns about home
monitoring such as the potential ?or monitor faitures (Cain et al.,
1980).  Fathers were inclined to estimate higher false alarm rates than
methers and were more skeptical about the potential for SIDS and the
positive aspects of using the monttor (Black et al., 1978).

Generally, previous research data indicates that home monitoring
was more of a burden for mothets than for fathers. Although the focus
of this study is on mothers and their SIDS siblings, this focus was
used to reduce the complexity of the study and in no way negates the
importance 'of the father-infant relationship. Because rqﬁearchers
report differences between mothers and fathers in the nature of the
concerns experienced with home monitoring, then the father-SI0S sibling
relationship would seem to be an area worthy oft a separate research
study.

According to reports, parents were also plagued with difficulties
concerning the monitor, including mechanical failures, many false

alarms_ and difficulty hearing alarms. Since these reports, monitors

have been made more adaptable for home use, possibly lightening the



Toad assoctated with the care of the intant.

Families who have lost a child due to <udden infant death syndrome
have a higher incidence ot adjustment problems and are atl risk for
pxy(hu—smldl/(hfh(u]tW\ (Mctlroy et al., 19/79). Based on a
questionnaire data provided by 32 parents of SI0S victims, Detrain and
Ernst  (1978) reported that the death of the infant was rated as the
most severe crisis experienced. On the average 1U took parents 15.9
u\nmth*, to reaain their previous level of personal happiness and ./
months to reqain their former level of family organization.

A report by Mandell and Wolfe (1975) on the wunusually high
inc 1dence  of spontaneous abortion and anfertility in 37 women whose
children died of SI0DS, emphasizes the importance of completing the
mourning process prior to having another child. Reports indicate it
grieving can take its normal course, the psychological environment for
the subsequent newborn maybe healthier (Poznanski, 1972; Rowe, Clyman,
Green, Mikkelsen, Haight, & Ataide, 1978). This evidence suggests that
measures of parent-infant interaction and the home environment may be
mediated by the amcunt of time betweengfhe SI10S death of the previous
infant and the birth of the infant who is now on home monitoring.

The number and ages of 6Fher children in the family may also be a
significant ihtervening variable in parental adjustment. For parents
who have experienced the death of an infant, whether their experience
as parents included the Eare of a child who survived or only the care
of an infant who has died may affect their confidence about their
abilities as caregivers. |

Grief reactions may surface again on anniversary dates (e.g., the



date the bLaby (11(*(5; the birthday of the deceased antanto the date on
which the subsequent infant reaches the age at which the previous
intant died; or holiday seasons ). These times remind parents of their
loss and force them to tace the pain again (krein, l‘,?/‘,#; Poznansk,
1a972).  Should these low points occur at the time ot data collection,
1t may aftect results.

In summary, factors relating to the home monitoring experience and
the death ot a previous infant trom 5105, may account for some sources
ot varidation in measures of parent-infant interaction and dimensions of
the home environment.

Thewe factors anclude:

1. The number of months between the death of the previous anfant from

S10S and the birth of the monitored infant.

). Anniversary dates associated with the S]10S death.

The number of months the family has used the cardiorespiratory

s
.

monitor.
4. The number of -older survivina children.

5. Technical limitations of cardiorespiratory monitors.

Summary of Literature Review

The following ideas emerged from the review of the literature:

1. The reciprocal qualities of parent-infant 1ntéracfion,
specifically, mutual responsivity and the contingency of parental
responses to 1nfantECUes influence the child's later developmental
capabilities and facilitate the maintenance of a~c]o§e mother-child

relationship.
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When intants require more than the usual amount ot baby care due to
\
4 difticult behavioral <tyle or health concern, caretaking may
accur at the expense of social anteraction.
The quality and quantity of stimulation in the home environment has
4 medirating intluence on developmental outcomes tor children.
Parent< who have Jost a child due to SIDS face a number of
challenges and difficulties with the care of a subsequent infanteon
an  apnea monitor  including: (a) dealing with unresolved or
recurrinag episodes of grief; () maintaining hope for the monitored
infant's <urvivael in the face of monitor alarms whether false
\ e Tani
alarme or due to apnea; and () developing a mutually enjoyable
relationship with the infant while managing the technical aspects
ot howe monmitoring.  The focus of this research 1s on the mediating
influence of home monitoring, monitor alarms, and maternal beliefs

about  the severity of risk to the infant on mother-infant

interaction and the quality of stimulation in the home environment.



CHAPTER 3
Methods

The objective of this study is to describe the characteristics of
mother-infant interaction with mother-SIDS sibling dyads using the home
monitoring intervention. The methods used in this study including the
design and analysis, sample selection, instrumentation, procedures and

ethical considerations are outlined in this section.
RN

Design and Analysis

The design of this study was:descriptive. The characteristics ot
mother-infant interaction and the social, emotional and cognitive
support available to the child in his home environment were measured.
As well, a wvariety of information was cqllected by interview on
variables related to the home monitoring experience, the loss of a
previous infant, and maternal perceptions of the infant on home
monitoring. These measurements included:

1. The number of hours per day of monitor use over seven days.

2. Maternal beliefs about the degree of risk to the SIDS sibling.

3. Maternal confidence in -the accuracy of monitor alarms.

4. The frequency and type of monitor alarms.

5. The age of the prgvious infant at the timé(of the SIDS death;

6. The sex of the previous SIDS baby.w

7. The number 6f ﬁonths since the occurrence of the SIDS death.

8. The number of months between the SIDS death and the birth of the

subsequent infant.
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G, The number of months the cardiorespiratory monitor has been used.

10. tife circumstances including: financial status; employment status;
soctal support; perceptions of aspects of home monitoring; lToss ot
an 1ntant and care of the subseguent infant.

Student's t tests were used to determine if significant differences
on demographic variables existed between the study sample of six
mother-5S10S siblings and the normal samplies of 30 mother-infant pairs.
The  Mann-Whitney U Test was used to determine 1f  significant
difterences existed between the study and normal sample on  home
environment and mother-infant interaction data. The Mann-Whitney U
Test was also used to determine if significant differences between
mothers who attributed Tlarge versus slight risk to their infants
existed on home monitoring variables, mother-infant interaction, and
the home environment. The objective was to determine factors which

A
might influence variations in interaction and the home environment with
the six mothers and their SIDS siblings.

Although measurement in this study produced ratio dats, a
non-parametric “distribution-free statistical test was determined as
most suitable for this sample size of six. The Mann-Whitney U Test 1is
a non-parametric statistic which is used as an alternative to the
parametric t test when the assumptions of the t test have not been
met. The Mann-Whitney U Test analyzes the separation between a set of
sample scores and determines the probability of getting the obtained
separation or even greater separation if both sets of scores are random
samples from an identical population. The 1larger the separation
between two sets of scores, the more reasonable it is that they are not

~
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random <amples from the <ame popultation. The more overlap there s
between two sets of scores the more reasonable it as to assume that
differences in scores are due to chance {(Pagano, 19815 Steqgel, 1956) .

Statistical  analyses  were  done  to  determine  what, 1 any,
demographic variables may have influenced differences on NUAES and HOM
Inventory ccores  between  dyads in the large and  slight risk
cateqories. The direction and signiticdnce of  NCAES  and  HOME
differences based on  demographic variables were compared across the
tollowing three groups: (a) Six mother-51DS sibling dyads; (b) The 30
normal mother-infant dyads from the general pbpulation; (¢) Six mother-
infant dyacs matched to the six nl()trn\r-bl[)s siblings on several
demographic variables. R

Statisticel contrasts were calculated u-ino a two-tailed student’'s
t test for independent groups with separate variances for the normal
qrwhg and the Mann-Whitney U test, one-tained for small sample <sizes
for the SIDS-sibling and matched dyads. UDifference, on subscale scores
that were significant aﬁd in the same direction in at least two of - the

three groups, including the normal sample, were considered more likely

influenced by the corresponding demographic characteristic.

Sample Selection

d" The sample of mother-SIDS siblihg dyads was chosen through the
Infant Home Mo{q"itoring Program servicing Northern Alberta. Any family
in the Edmonton area with a SIDS sibling less than 12 months of age who
was presently or had used a cardiorespiratory ﬁonitor at home was

considered for selection. Six mother-infant dyads in Edmonton were
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contacted by the nurse of the Home Monitoring Program and all signed an
intormed consent to participate in the study. Two families were not
contacted, one because of family 1liness and one because the infant wds
iving in g foster home.  Cight mother-5105% sibling dyads Tiving an
rural Alberta were not contacted because travelling distance rendered
their participation in the study impractical for the researcher.

The <ix mothers who agreed to participate in  the study were
contacted by pthc and a time and a date were established for the tirst
home visit.  Data collection began after mothers had signed an informed
C()r.n,ent .

For comparison purposes, a normal group of 30 mother-intant dyads
was selected from a large sample of data gathered by the University of
Washington ¢h infants in Calgary and fdmonton. Data for these 30 d;adx
wert available \ on demographic characteristicg, mother-infant
interaction wusing the NCAF  Scale, and the quality of the home
environment usi;g the HOME Inventory. The 30 mother-infant dyads were
selected so that demographic characteristics including infant age,

maternal aqe, marital status, race and number of older children matched

the six mother-SIDS sibling dyads as closely as possible.

L4

Instrumentation

The Nursing Child Assessment Feeding Scale (Barnard, 1978) and the
Home Observation for Measurement of the Environment Inventory (Caldwell
& Bradley, 1984) were the main measuring instruments in this study. As
well, two questions and a form for self recording of momitor alarms

were developed to measure variables related to the home monitoring
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experience with a SIS sibling.

HOME_ Inventory
The tollowinag areas will be discussed ‘with reference to the Home
Observation tor Measurement of the lnvﬁw)rnncm? (HOME ) Inventory:
Purpose, selection  of test items, format, scoring  procedure,
reliability, and vali(ﬁt‘y.
Purpose

In 1968 d  goup of researchers began a study of the young child's
AR SN B

&
.

environment té determine the features of the home most likely to
influence deve\opment (Elardo, Bardley & ('a.ldwell, 1975).  ftrom this
inttial research, the HOME Iaventory was developed as a measure to
determine if the child was at risk for developmentai failure prior to
the _age of three years. The HOME Inventory 1s a measurc of the
cognitive, social and emotional support available to the c¢hild an his
" home environment. Parental involvement and responsivity as well as
inanimate features of the environment are measured. psychometric
testing of the tool has supported the HOME Inventory as a more
sensitive measure of the growth fostering potential of the child's
environment then a socioeconomic label or developmental test alone
(Caldwell & Bradley, 1984).

Selection of Test [tems

The orig?i}l tool, known as The Inventory of Home Stimulation,
consisted of f? observational items. fThe current version is the fourth
revision of th%"tool- and consists of 45 items. Two-thirds of the items

are observational and one-third 'require parental report (Caldwell &

A



Bradley, 1984). Six conceptual categories were determined by a factor
andalysis, specitically a varimax rotation with an eigenvalue cut otf ot
I.O. Items are arranqged so that the first item on each subscale. has
the highest loading on that factor (Caldwell & Bardley, 1984 ).

(orrelations of each item with the subscale and total score and o
coetficient of items’ diffi(u&ty and discrimination level were computed
to determine  which atems .should be retained. Point  biserial
correlations were greater than .25 for items retained.  From 30 to 80
percent of subjects were recorded as getting credit for the majority ot
a4 items (Caldwell & Bradley, 1984, pp. 20-27).

format

The present version of the HUME Inventory is made up of 45 binary
"yves/no" dtems divided into six subscales: |. Emotional and Verbal
Responsivity of  the Mother; 11. Avoidance of Restriction and
punishment; 111. Organization of the tnvironment; Iv. Provision ot
Appropriate Play Materials; V. Maternal Involvement; and VI.

Opportunities for Variety in Daily Stimulation (see Appendix 7).

Scoring Procedure

fach item is scored as a yes or no. Subscores and the total score
are determined by the number of yes responses. Higher scores indicate
more favorable home environments.

Reliability .

The reliability measures were determined from a sample of 174
families 1iving 1in Arkansas. Children randed in age from birth to
three years. The internal consistency (Kuder-Richardson reliability

coefficients) was .89 for the Total HOME Score and for the subscales
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were .72 {(Emotional and Verbal Responsivity of the Mother), .o/
(Avoidance of Restriction and Punishment), .89 (Organization ot the

\
fnvironment ), .77 (Provision of Appfopriate Play Materials), .69
(Maternal Involvement), and .44 (Variety in Daily Stimulation)
(Caldwell & Bradley, 1984, p. 19).

The stability of the HOMt data from 91 families collected when the
child was six, twelve and twenty-four months was determined to be
moderate to high w{th coefficients rqnging from .24 to .//. /The nmean
total score was reported to increase over th\points between six and
twelve and twelve and twenty-four months (Caldwell & Bardley, 1984).
These measures indicate that HOME [Inventory scores tend to be higher
for older children. One reason is due to the prov{sjon of different
types of toys after the child becomes more mobile and coordinated
(Caldwel) & Bardley, ]984).' No short term test->egestbreliability has

'S
been reported for the HOME Inventory.

o\

>

validity .

Bradley, Caldwell and Elardo (1977), investigated the concurrent
validity of the HOME Inventory and determined that 1low to moderate
significant correlations (p=.05) existed between HOME Scores on all
subscales and socioeconomic statd$ variables. Variables included:
Mother education (.22 - .51), father presence (.22 - .40),'\fa\c{1§r
edu;:ation (.28 - ,57), father occupation (.24 - .54) and a c:'0wding
ratio (.21 - .48). Mother occupation was the only variable that did
not correlate significantly with any subscale.

Several researchers have demonstrated a relationship between “the

child's early environment as measured by the HOME Inventory and other

L3
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constructs such as malnutrition, language ability, «chool competen
and  coamitive (1<>velopme>‘nt. A study by C(ravioto and Delicardie (Ci_t
by (aldwell & Bradley, 1984) demonstrated that children at six &
forty-eight months who Were severely malnourished obtain
Significantly Tower HOME scores ( 32) than a group ot matched controls
flardo, Bradléy, and CaldwelX (19/7/7) found significant corre]agio
(p=.0%) bwtween six month HOME seOrvs on Maternal Involvement (.38
Provicion of Appropriate Play Materials (.33) and the Total HOME $Co
(.38) and ldnguage development at 37 months. Significant correlatio
\ .

(p=.01) ranging from .46 to .66 werey found between HOME 5ubscale§ at
months and  language development qi 37 months. Wulbert, Ingli
Kriegsman, and Mills (1974 a]éd found a significant differen
(p=.001) on HOMt scores ?dr a language delayed and a normal grouy

1

HOME data on 286 (hildrem at 172 months of age were reported to predi

1}

{
elementary  school  compétence with & ¢72  percent  error ra

(vanDoorninck, cited 1n Cafdwpll & Bradley, 1984). This error rate w
lower than the error rate bbtained using social class as a predictor.

Several studies hqvé been done to determine the validity of HO
data for predictiﬁg mental development. The significance {

correlations increased as the child's age increased. On a longitudiw

study of 77 families, correlations between HOME data at six months a

@

the 12 month Bayley Mental Development scores were significant (p=.0

for\\gp]y two subscales. However, significant correlations '(p—.q
between six -month HOME data and 36 month Stanford Binet scores we
found on all subscales with coefficients ranging from .24 on Avoidan

’

of Restriction to .50 for the Total HOME score (Elardo, Bradley,




Caldwell, 1975).  HOME data dt <ix months were significantly correlated
on tour subscales with 54 month Stanford Binet <cores.  Sigmificant
coefticients ranged from .28 (p=.05%) tor Maternal Involvement to .44
(L.);.(H) tor the Total HOME score (Bvadley & (aldwell, 19/70).

The older the c¢hiltd when HOML  datae were U)Heczed, the more
subscales  there were that correlated <significantly with mental
development and the stfonqu were  the correlations. All correlations
between HOME data at 24 months and 36 month Stanford Binet <scores were
significant with coefficients ranging fro</.4l (p=.01) to .70 (p=.01)
(Elardo, Bradley, & Caldwell, 1975). Twenty-four month HOMt data and
54 month Stanfurd Binet scores were significantly correlated on all
subscales. C(oevficients  ranged from .28 (p=.05) to .5 (p=.01) for
subscale scores witn 2 coefficient of .5/ for ghe total score (bradley

& Caldwell, 1976).

Studies done gy other researchers also attest to the usefulness of
the HOME Inventory for predicting cognitive failure. Ffrankenburg and
associates (as cited in Caldwell & Bardley, 1984), using a diSCr%ngnant
analysis made up of HOME subscales, frqgm data on 91 children at\six
months of age, correctly idenyified 71 percent of these children at 3
years wjith an 1Q of 70 or (esxflts{xfyftug percént with 1Q's of 90 or
ahove were identified correctly (Caldwell & éérdley, 1984).

In  summary, vresearchers have demonstrated that significant
relationships exist between HOME.Inventory measurements_and children's
physical health and mental deve]opment.A The HOME instrument was

sensitive to severely malnourished children as well as those with

failures in cognitive and language development. On the basis of
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longitudinal  studies researchers reported greater predictability ot
coanitave development when the (hild was 36 and 54 months ﬂ:.ha and
J50) than 10 months (K=.30) from HUMi data (ollected at 6 months of
dqe. The moderate correlations between HOME data and  socioeconomi
Jtatus indicators and cognitive development measures, support the HOML
Inventory as a ware sensitive measure of tho.qrowth fostering potential
of the (hild's environment than a socioeconomic label or performance on
otandardized tests. In terms of construct validity, the HOME Inventory
contributes some unique information about the ¢hild's environment while
otill  touchina on dimensions that would also be found wusing
CoC10econome status or developmental measures (Bohrnstedt, 1970, p.

Q4. (ampbell & Fiske, 1970, p. 11/7).

Nursing Child Assessment Feeding Scale (NCAFS)

The following areas will be discussed with reference to the NCALS
instrument :  Purpose, format, scoring, reliability and.validity.

Purpose

A longitudinal nursing study of 192 families was initiated in the
1970's to determine what early factors are predictive of later chlld
development and health status (Bee, et al., 1982). The families were
followed from the 'time the mother was in her Jlast trimester of
pregnancy with her first chi]d until the child was in grade two. A
broad range of variables were used to measure perinatal status and
health during infancy, the child's performance on standardized tests,

mental,  language and  interpersonal  skills,  the ecological

characteristics of the family, the mother's perception of the infant,
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parent-intant interaction and the general  quality of  the  home
environment . farly results, (Barnard & tyres, 1979) andicated  the
mutuality of mother and intant behaviors was (ritical at every age of
infant assessment. From a factor analysis of infant and maternal
behavior, emerged conceptual categories and 1tems  that  measured
concurrent mother-infant behavior during feeding and teaching episodes
(Barnard & tyres, 1979). From over 300 sinale items, the present
format for the teaching scale 1s 73 items and for the feeding scale, /b
1tems. The original tormat for the scales involved tive to seven point
ratings for each item. The difficulty of training and obtaining high
interrater agreement led to revisions and the present binary, "yes/no"

format (Barnard, 1983).

The N(Af <cale is used to measure the characteristic of reciprocity
or mutuality of parent-infant behavior during feeding interactions.
The main constructs are sensitivity and responsiveness of each member
of the dyad. The parent scales also measure the affection, approval
and informatioﬁ’about the environment communicated to the infant during
the 1nteraction§ |
J
\

AN
The NCAFS instrument is made up of 76 "yes/no" items organized into

Format

six conceptual ICategories. Four categories describe the , adult's
behavior, intluding: Sensitivi;y to Infant Cues, Response to Infant
Distress, Social-Emotional Growth Fostering ;nd Cognitive Growth
Fostering Activities. Two categories descrabe the infant's behavior,

including: Clarity of eCues and Responsiveness to the Parent (see

Appendix 1).
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Scoring Procedure

Each item i< <scored das a yes or no.  Subscale and total scores are
determined by totalling the number of yes rvesponses.  Summing the yes
responses for subscales measuring parent behavior and child behavior
will give a total parent and total child score. Higher scores ipdicate
more favorable interactions.

Hellability

Reliability measures  were determined  from a sample of 400
parent -intant dyads from birth to 12 months Tliving 1n the Western
United Stiates. Cronbach's alpha reliability estimates for the
subscales were .60 (Sens1tiv1ty’to Cues), .69 (Response to Uistress),
..63 (Social-tmotional Growth Fostering), .69 (Cogmtive  Growlh
Fostering), .56 ((larmity of Infant C(ues) and .58 (Responsiveness 1o
Parent). The reliability for the Total Parent score (subscales [-1V)
was .83 and for the Total (hild Score (subscale V-VI) was ./3 (Bee,
1981).  These coefficients indicate the total parent and child scores
are more reliable measures than subscale scores. Parenl subscores are
more reliable than child subscores.

~The results of internal consistency measures on the NCAF scale were
also reported from the. scores of 185 dyads “liwing 1in Seattle,
Washington, in a study comparing the effectiveness of three Newborn
Nursing Intervention Models (Barnard, Booth, Mitchell, & Telzrow,
1982). Cronbach's alpha co-efficients on scores obtained at 3 and 10
months of age, respectively, were a% follows: .74 and .71 (Sensitivity
to Cues); .90 and .88 (Response to Distress); .77 and .81

(Social-Emotional Growth Fostering); .69 and .79 (Cognitive Growth
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Fostering); .76 and .70 (Clarity ot (ues); .76 and /0 (Kesponse to
Parent): .a91 and .90 (Total Parent Score}; .86 and .87 (Total (hild
Score); and .94 and .91 (Total NCAES Score ).

There has been no short term test-retest reliability reported for
the  NCAI Scale. A generalizability coefficient reflecting  the
<tability ot scores for 30 subjects at one, four, eight, and twelve
month observations was .75 for the Total Parent score and .51 tor the
Total (hild score. Because these measurements are so far apaert 1t 1s
difticult to determine to what degree they reflect developmental change
or unreliable scales.

Validity

There are two <sources of concurrent validity of the NCAP Scale.
Eﬁqnificant correlations were found between HOMt Inventory and NCAF
Scale scores. The coefficients were significant for all NCAF subscales
(p=.01), but Emotional and Cognitive Growth Fostering subscales were
the most strongly correlated to the Total HOME Inventory score (.47 and
.50). The correlation coefficient for the Total Paremt ‘score was .48.

Significant correlations (p=.01) were found between the Nursing
Child Assessment Teaching Scale and the NCAF Scale oﬁ subscores and
total Scores. The highest coefficients occurred with the Cognitive
Growth Fostering (.41) and Total Parent scores (.47). These
coefficients indicate a moderate relationship between parent-infant
interaction scores in two separate contexts, teaching and feeding.

Three separate Astudies including Barnard's on premature infants,
lobo's on failure-to-thrive infants, and a study by Barkauskas on low

education mothers (as cited in Bee, 1981), provide evidence that the
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‘NCAFS is sensitive to mother-infant dyads with special problems. When
}here was an infant problem such as prematurity, the child score was
low (14.3 versus 20.7 for normals); where there was a parent concern
such as low education, the parent score was Jow (34.8 versus 41.9 for
normals); and where mother and infant were expected to be part of the
problem, as in failure-to-thrive situations, both the child score (16.7
versus 20.7 for normals) and the parent scores {35.2 versus 41.9 for
normals) were low.

A factor analysis of the NCAF Scale using data from infants one to
twelve months of age, identified eight factors using 53 of the original
76 behaviors (Bee, 1981). Four of the eight factors included Both
parent and child behaviors indicating the tool is tapping aspects of
contingent responding or mutuality. The eight empirical factors did
not match the original six conceptual groupings. Because there 1is no
unique solution for a factor analysis, this lack of ~match does not
indicate the conceptual groupings are wrong, but rather, that there are
different theoretical ways of 1looking at mother-infant interaction.
However, the empirical clusters with items based on factor 7loadings
probably have a higher internal consistency and-so may be a useful and
more reliable alternative for scoring mother-infant interaction (Bee,
1981).

Information on predictive validity is limited. On a sample of 30
dyads, regression analysis was used to° predict development from NCAF
Scale scores. Multiple R's were in the range of .40 to .60 but none
reached statistical significance (Bee, 1981). Because the sample was

small and homogengous with reference to demographic features and normal
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infant development, the researchers felt optimistic about these
results. No other predictive studies using the NCAF Scale have been

reported.

Measurement of Variables Related to Home Monitoring

The type and frequency of monitor alarms were determined by
mothers' self recordings over a month on a form specifically designed
for this study (see Appendix 5). Apnea/Bradycardia alarms that were
recorded on this form were corroborated by checking the record of
monitor alarﬁs kept by parents for the staff of the Home Monitoring
Program.

A measure of the mothers' attitudes about the accuracy of monitor
a]afms was determined by their responses to the following question:
"Which category best describes how confident you are that the monitor
is accurate?™
1. Not confident about the accuracy of the monitor.

2. Slightly confident about the accuracy of the monitor.

3. Moderately confident about the accuracy of the monitor.

4. Very confident abuit the accuracy of the monitor.

Accuragy réferred to the mother's belief that monitor alarms give
correct information about the status of the infant.

A maternal belief about the severity of risk to the infant was
measured by the mother's rating‘)on the following question: “Which
category best describes your feelings about the chance of your'infant
having an episode of apnea?" .

1. No chance
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2. Slight chance
3. Modorafc chance
4. Llarge chance

Questions pertaining to infant risk and monitor accuracy were asked
during initial and final data collection visits in order to determine
the stability of the mother's responses over a one month period. In
the case of two mothers who had disconfinued the monitor, this
information was collected from a retrospective point of view when the
infant was two to four months of age. 1hese_questions were developed
specifically for this study qnd no measure of their reliability or

validity has been determined.
Procedure

A1l participants were observed and interviewed in their own homes.
Mothers were prepared for the data collection period by a brief warm-up
discussion followed by an explanation of what would take place during
home visits. Mother-infant interaction during a bottle or solid
feeding was observed with each participant on two s;parate occassions.
The entire feeding was observed. The presence of other people such as
older siblings, was permitted as long as the situatior represented a
typical feeding. Mothers were given the following instructions about
the feeding observations:

So I can learn more about how your baby behaves, 1 would like

to watch you feed him/her. Just feed him/her as if I weren't

here. If the phone rings or other events occur, just carry

on as you normally would. I won't talk to you during this

time, because I don't want to interfere with what usually
happens. You can tell me when you are ready to begin and
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when you are finished. When you are done | will take a few
notesp -

An observation-interview of about one hour was done which focused
on the child's environment. Visits were grranged when the infant was
awake and could be present with the mother. The interview began with
an open-ended question about the mother and infant's typical day and
followed with probing questions where more detail was needed (see

Appendix 4). Motheérs were given the -following information about the

home interview:

The purpose of the interview is to learn about how your child

is, in his own environment; his routines during the day, the

things he does, the things you do together in and outside of

the house and your observations about how he 1s growing and

developing. The interview will take one hour and needs to

occur when you and your baby are feeling good and when your

baby is awake” and can be present. 1 will be taking some

notes while we talk to make sure I haven't forgotten anything.

A structured interview was used to obtain information about
maternal perceptions of infant fisk, maternal confidence in yn:’
accuracy of the monitor, and descriptive information on demographic and
family background variables (see Appendix 3). Data were collected on
the apnea/bradycardia episodes that the mother recorded prior to data
collection. The apnea monitor had been discontinued by two
participants. Four participants with infants presently using the apnea
monitor were asked to keep a record of all monitor alarms including
loose lead alarms and the reason these alarms occurred, for a one month
period (see Appendix 5). 't

During the course of the interviews and observations, information
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concerning the experience of losing an infant due to SI0S and caring

for a subsequent infaét on an apnea monitor was documented. The

information participants offered was documented during the visit and
8 1

checked with other 1ndividudﬁs in the sample to help determine comnon

and unique experiences and feelings among six families.

The series of four data collection visits included: (a) an
introductory igterview to explain the study and collect data pertaining
to family background and demographic information; (b) two feeding
observations, and (c) an observation-interview pertaining to the home
efvironment. Data collection visits occurred one week apart and each
visit lasted from l‘to 2 hours. Each observation-interview included a
discussion about the home monitoring experience. «The order of the
interviews and feeding observations varied according to the infant's
readiness for feeding.

Data collectio% occurred only with mothers and children. This

approach was used to reduce the complexity of the study and in no way

negates the importance of fathers and significant others.

Training Procedure

The investigator was certified to use the HOME Inventory and NCAF
Scale through 'the Nursing Child Assessment Satellite Training (NCAST)
Program offered through the University of Washington, Seattle.
Training was reviewed immediately prior to data collection and
interrater reliability was established using the following procedure:
Two raters observed six interactions usiné the NCAF{Scale and did ten

interviews using the HOME Inventory. Following each interaction and



home interview, the raters scored the research instruments
independently of one another. Interrater reliability was established
on the basis of the percentage of items that both raters observed and
agreed on. The interrater agreement on the HOME Inventory for ten
visits ranged from 91 percent to 100 percent with an average of 96.7
percent. The interrater agreement on the NCAF Scale for six visits
ranged from 91 percent to 97 percent with an average of 93.2 percent.
The percentage of agreement approach expresses reliability as the
number of times the raters agree relative to the total number of
observations made. This is the method of choice when data are
categorical, as with these binary, "yes/no" scales (Goodwin & Prescott,

1981, pp. 325-329).

Ethical Considerations

A1l participants were given an explanation of the study and their
role. Participants signed an informed consent (see Appendix 6) and
were advised of the following rights:

1. Their participation is voluntary and they may withdraw at any time.
2. They may refuse to answer aﬁy question.
3. All information will be held in confidence.

\
4. Data results will be reported in a manner that does not disclose

the identity of any subject,

5. Participants may not findvany personal benefit from participating
in the study.

6. A1l notes or forms identifying the participant by name will be

destroyed upon completion of the written research report.



CHAPTER 4
Results

The objective of this study 1s to describe the characteristics of

~
mother-infant interaction with mother-S10S sibling dyads using the home
monitoring intervention. In this chapter, the tindings from the NCAFS,

HOME  Inventory and measurements pertaining to the characteristics of

the sample and home monitoring experience are presented.

Sample Description

Demographic characteristics of the mother-5105 sibling sample and a4
normal sample of mother-infant dyads were ascertained. Comparisons
were made to determine differences between gﬁe two groups on

demographic variables.

Study Sample
Six mother-SIDS sibling. dyads participated in the study. All

mothers had lost an infant due to SIDS, anywhere from 13 to 35 months
previously. SIDS-siblings were between one and 11 months of age. Ffour
SID%—siblings were still usihg the monitor during the data collection
»*éﬁéggod while two had discontinued the monitor two and four months
previously. All mothers began monitor wuse within one to two weeks
following the .infant's birth. Three of the six infants were male and
three were female. Five of the SIDS-sib]ings.were the same sex as the

previous SIDS baby. All mothers were married.

54



Table 1

Characteristics of Study Sample fow fach Case.

1

Maternal  Maternal Employment Yearly Older Infant Infant
Aged Educationb of Spouse Income Children AgeC Sex
22 1 Unemployed 19,000 0 79 female
24 13 Employed 36,000 1 Z Female
24 12 Employed 29,000 0 11€ Male
23 11 Unemployed 11,000 1 3 Female
29 13 Emploved 36,000 1 1t Male
33 15 Employed 30,000 0 4 Male

Note.

M A0 T o

N=6 cases in study sample.

Maternal age given in years at birth of infant.

Maternal education given in years.

Infant age given in months.
Apnea monitor discontinued at 5 months of age.
Apnea monitor discontinued at 7 months of age.

Second SIDS-sibling on apnea monitor,

¢

Y

—~

~



Table 1 presents the following demographic information for each d
the <ix participants: Maternal age at the birth of the fnfanE
maternal education in years, employment status of spouse, yearly famii
income, number of older children, infant age in months and sex of t'w
infant. Mothers ranged in age from 22 to 33 years with 11 io 15 yea
of education. 1lhree families had older children and three did no
One infant was a second S1DS-sibling on an apnea monitor. TwO SPOU

were unemployed at the time of data collection and family incom

ranged from $11,000 to $36,000 per year.

Comparison of Normal and Study Samples !

Sixty percent of the sample of 30 mother-infant dyads were frd
fdmonton and 40 percent were from C(algary. Table ¢ compares t
frequency distributions, means and standard deviations of the.study ar

normal samples on the following demographic characteristics: Infaj
Y

age in months; maternal education in years at the birth of the infan
the number of older children in the family, sex of the infant, marit
status, race, city of data collection and type of feeding for tﬂ

interaction observation. Percentage frequencies for infant séj
{

marital status and race were closely matched between the two groupg
i

Because ranges and variafdces on demographic variables were similar £
the two samples, a student's t test for independent groups was done .

determine if significant differences (p .05, two-tailed) existed

demographic characteristics. As expected with matched samples, ,;
. -1

£ :
significant differences were obtained between the samples on tr

variables measured\ including: mate‘pal age at the birth of the in

.
A
R pe
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Table ¢

Frequency [Distributions, Means, and Standard Deviations of Demographic
Characteristics for Study Sample and Normal Sample.

& .

’ Normal
Demographic S ea Samp leb Study Sample Normal Sample

Characteristic Frequency Frequency ean - T Mean

Infant Age (ig months)

1 - 4 66% 66% 4.67 3.72 4.50 2.85
6 - 7 17% 17%
9 - 11 17% 17%
Maternal Education (in years)
10 - 172 50% 40% 12.50 1.52 13.30 .75
13 - 16 50% 60% N

Maternal Age at Birth of
Infant (in years)

18 - 26 67% 40% 25.83 4.26 27.73 4.2?2
25 - 36 33% 60% ‘
Number of Siblings
0 “50% 60% .50 .55 .60 .89
1 - 3 50% 40%
»
Infant Sex
Male 50% 50%
Fenp]e 50% 50%
Marital Status
Married 100% 90%
Single - 10%
Race .
White 100% 97%
White-Black . 3%
City vata Collected
Calgary - 40%
Edmonton 100% 60%
Type of Feeding Observed )
Bottle 67% 53%
Breast - 27%
Solids . 33% 20%




~
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(t=1.07, df=34, p - .20), infant age (t=.20, dt=34, p .20), maternal
education (t=1.04, df=34, p .20) and the number of older children in
the family (t=.17, dt=34, p .20).

In summary, the sample consists of <six qmther-SIUS sibiings using
the home monitoring interveniion and a croup of 30 mother-infant dyads
from the general population. Althouyh mothers in the normal sample are
slightly older and tend to have more education, no significant
differences between the normal and study samples were obtained on

demographic variables.

Study Results

Home monitoring variables, maternal attribution of risk to the
SIDS-sibling and HOME Inventory and NCAFS data are described for the
six mother-SI0S sibling dyads. Comparisons of HOME and NCAFS data are
made  between mother-SIDS siblings and the normal group and between
mother-SIDS  siblings differing on home monitoring varilables and
attribution of infant risk. Maternal reports about the home monitoring

experience and care of the SIDS-sibling are described.

-

Infant Age and Maternal Attribution of Risk

Table 3 delineates the risk category in which each SIDS-sibling was
placed by the mother in relation to the infant's age and the age of the
previous infant at the time of the SIDS death. Three mothers placed
their infants in a slight risk category while three attributed large
risk to the infant. Five mothers did not change the category of infant

risk from the initial to final data collection visits, indicating some
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Table 3

Maternal Attribution of Infant Risk at Initial and Final Data
ToTTection Visits, Corresponding Infant Age and Age of Previous Baby at

STDS Death, for Fach Case.

“Age of Previous Infant

Attribution ot Age of Infant at 5105 Death

(ase # Infant Risk {(in months) (in months)

] Time | Large 3.50 3.40
Time 2 Slight 4.75

2 Time 1 Large 1 2.75
Time 2 Large Ve

3 Time 1 Largead 34 1.30
Time 2 Large 3

4  Time 1 Slight 7 5.25
Time 2 Slight 3

5 Time 1 Slighta 3a 2.50
Time ? © Slight 3

6 Time Slight 3.25 ' 3.97
Time 2 Slight 4.25

Note. Time 1 and 2 refer to the initial and final data collection
visits.

a8 Restrospective data - Mother's perception of risk when infant was
2-4 months old.
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degree nf stability over one month an the responses of this sample to
the question about infant risk (see Appendix 3). Participant number
one changed the risk category from ld?ge to slight. In this case, it
should be noted, at 1"@1/*/Eﬁb infant was four days past the age at
which the previous inflant died and 1.2% months past this anniversary
date at Time /. D,e 7;nfant for participant number six also went
through the anniversary age of the 5105 event and no change in the risk
cateqory occurred. Generally, there was no discernable pattern for

this sample between maternal attribution of risk to the infant and

infant aqe in relationship to the anniversary age ofvthe STDS event.

Attribution of Risk and Monitor Alarms

Maternal attribution of risk to the SIDS-sibling, maternal
confidence in the accuracy of monitors and the frequency and type (ﬁ‘.
recorded monitor alarms for each participant are presented 1in Table 4.
Two participants recorded zero apnea/bradycardia episodes since hone
monitoring was initiated. Case four was the only participant who
recorded apnea requiring vigorous stimulation during the data
collection period. Case number three reported bradycardia treated yith
vigorous stimulation prior to the data «collection period. No
consistent patterns were revealed between apnea/bradycardia episodes
and the risk attributed to the infant. However, it is interesting to
note that infants with and withaut reported episodes of
apnea/bradycardia were placed in both large and slight risk categories.

The frequency of looselead atarms recorded over one month varied

¥

from zero to 77. . A1l participants reported frequent looselead alarms
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Table 4

Maternal Attribution of Infant Risk at Initial and Final Data
Collection Visits, Corresponding Confidence in Monitor Accuracy and
Frequency of Monitor Alarms, for Each (Case.

Confidence 1in Monitor Alarms o
Attribution of tMonitor
Case # Infant Risk Accuracy Apnea Bradycardia loose lLead
1 Time 1 Large Very Confident 0 1 77
ofime 2 Slight Moderately
Confident
2 Time 1 Large Very Confident 0 0 0
Time 2 Large Very Confident
3 Time 1 Larged Very Confidenta 5 1 -b
Time 2 Large Very Confidert
4 Time 1 Slight Very Confident 10 4 1
Time 2 Slight Very Confident
5 Time 1 Slighta  very Confident 2¢ 0 -b
Time 2 Slight Very Confident
6 Time 1 STight Moderately
Confident 0 0 0
Time 2 Slight Moderately
Confident

Note. Time 1 and 2 refer to initial and final data collecton visits.

a3  Restrospective data - Mother's perceptions of risk when infant was
2-4 months old.

b  Not recorded.

C Uncertain if apnea or machine.
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at the beginning of home monitoring. These alarms subsided as mothers
became familiar with the monitor, wusually within the first week.
Participant number one was the éxception to this statement. She
recorded the dates, times and reasons for 77 looselead alarms over a
period of 40 days. The /7 alarms were reported on 26 separate'days
with one to 15 alarms per day. Ninety percent of the alarms were
attributed to the baby's restlessness. It is worth noting that this
infant is the oldest in the sample still using the monitor and sleeps
on a water bed. Two mothers no longer wusing the monitor reborted

frequent looselead alarms with older infants as the main reason for
discontinuing the monitor. |

Five participants reported feeling very confident about the
accuracy of the monitor, while one case reported moderate confidence.
In five cases the degree of confidence did not change between the
initial and final data collection visits. This finding indicates some.
degree of stability over one month in the responses of this sampie to
the question about confidence in monitor accuracy (see Appendix 3).

Participant number five expressed uncertainty about the reasons for
two intermittent monitor alarms. These alarms occurred prior to data
collection and had not been recorded at the time of their occurrence.
‘Three participants reported intermittent apnea alarms when infants were
breathing normally. Discrepancies between monitor alarms and infant
status were attributed to improperly setting the machine or positioaing
the monitor belt. Generally, mothers felt if tﬁé apnea monitbr was
managed . properl}, the monitor ypu]d relay accurate information about

the infant's status.
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In summary, mothers generally expressed confidence about momtor
accuracy regardiess of the category of infant risk or the frequency and
type of monitor alarms. As well, the degree of infant risk did not

°

reveal any pattern with type and frequency of monitor alarms.

Variables Differermtiating Dyads in Large and Slight Risk Categories

Three partig¢ipants placed their infants in a large risk category
and three attributed slight risk to the infant. Further analysis, as
presehted in Table 5, demonsfrated‘ a consistent pattern between the
category of infant risk and the following variables: The number of
months since the death of the previous infant from SIDS, the HOME
Inventory scores and the NCAFS (interaction) scores. Participants who
expefienced the SIDS event 24 to 35 months preQiously, placed i1nfants
in a large risk category; those who experienced the SIDS event 13 to 19
months previously, attributed slight risk to their infants. HOME
. Inventory and NCAFS scores were consistently higher when more months
had elapsed since the SIDS death and for infants placed in the large
risk category. All infants in the large risk category were male,
whereas infants in the slight risk category were all female.

Mann-Whitney U tests (one-tailed) for small sample sizes were
computéd to determine if significant differences on these measures and
demographic variables existed between the large and slight r{sk dyads.
The results of the statistical contrasts are presented in Table 6.
Mean scores indicate participants who placed infantS in a large risk
category tended to be older, had more education, used the moq;tor for

more ‘hour's per day and waited longer after the death of their infant to
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Table 5

‘ AY
NCAFS and HOME Inventory Scores According to Maternal.Attribution of
Tnfant Risk and Months Flapsed Since the SIDS Death.

©

Age of Infant Perception of Months Since HOME NACF
(in months) Infant Risk SIDS Event Score Score
. ®
4 Large . 35 37 64
1 Large 32 36 66
N ' Large? - 24 36 61.5
? Slight 19 27 5?
7 Slight? 17 25 54.5
3 Slight 13 24 57.5

Note. Higher NCAFS and HOME  Scores indicate more favorable
interactions and home environments, respectively.

a Restrospective data - Mother's perception of\\infant risk when
infant was 2-4 months of age.
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Table 6

Statistical Contrasts on Demographic Variables, Home Monitoring
Variables, and NCAFS and HCME Scores for Mothers Attributing ' Llarge
Versus STight Infant Risk.

Perceived Infant Risk

Slight Risk  Large Risk
Comparisona - Mean SD Mean  SD P level

Infant Age (in months) 4.00 2.70  5.30 5.10 e .50

\

Maternal Age at Birth
of Infant ?in years) 23 1.00 28.70 4.50 o

Materral Education

(in years) 11.67 1.15% 13.00 2.00 NS 10
Apnea/Bradycardia
Episodes 5.33 7.5/ 5.67 8.96 NS .65

Months Since Occur- :
- rence of SIDS Death 16.33 3.06 30.33 5.69 Se ’ .05

Months Between SIDS
Death and Birth of
Subsequent Infant 12.33 4.04 25.00 10.39 NS .10

Hours Per Day of ‘
Monitor Usef 11.50 2.35 13.54 .66 --

Total HOME Inventory
Score - 25.33 1.53 36.33 .58 se .05

Total NCAFS
‘Score 54.67 2.75 63.83 2.25 se .05

Note. Higher NCAFS and HOME Scores indicate more favorable
interactions and home environments.

N=6; n1=3; np=3.

Statistical contrasts determined by Mann- -Whitney U Test.
NS=non-significant difference. v
S=significant difference, one-tailed test.

N=4, Statistical contrast not determined.

pA

0 AN w
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have another baby. Infants in the large risk category tended to be
slightly 01de$§

No significant differences between the slight and large risk
participants were obtained for infant age (U=4, p=.50), maternal
education (U=1, p=.1), apnea/bradycardia episodes (U=5, p=.65), the
number of months between the SI0S death and the birth of the subsequent
infant (U=1, p=.1), or maternal age at the birth of the infant (U=1,
p=.1). Significant differences (U=0, p=.05, large risk > slight risk)
were obtained for the number of months since- the SIDS event, the Total
HOME Inventory score and the Total NCAF score between dyads in the

slight and large risk categories.

Mother-Infant Interaction and the Home Environment

HOME Inventory and NCAFS data were examined to determine: General
patterns for mother-SIDS sibling dyads, differences between mother-5105
siblings and the normal group and differences between dyads who placed
infants in large and slight risk categories. >

General Patterns of Interaction and Home Environments

Table 7 presents descriptive information on the feeding
interactions. None of the partic‘ants breast fed their infant. Four

. ®
mothers bottle fed and two did solid feeding for the observations.

" Scores on the Response to Distress subscale wer /b?sxxon ¥t least one

e

&isode of distress f@r all dyads.
Three mothers expressed concerns about the feeding or eating of the
infant. The mean score for mo.ers expressihg concerns was 60 (n = 3)

»

and fer mothers with ~no concegns, 58.5‘(n9 3). This difference
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Table 7

Descriptive Information About the feeding Observations.

Frequency of Mothers for tach Ubservation

Descriptive Category Observation | Observation ¢

Type of feeding:

Bottle 3 3

Bottle and solid ) ] ]

Breast 0 0

Solids 2 ?
Length of Feeding (in min.)

Less than 10 0 0

10 - 20 ] 7

21 - 30 4 - 2

More than 30 ] . 2
Infant Distress Ouring Feeding

Yes "4 5

No e B ]
Maternal Concerns About Feeding

Yes 7 ]

No 4 5
Presence of Other Sibling

Yes 2 3

No 4 3
Maternal Discomfort Due to
Presence of Observer

Yes 1 0

No . 5 6
Is This a Typical Feeding? :

Yes \ 6 5

No 0 1

-
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between mean scores, using a Mann-Whitney U test, was not significant
(U=4, p=.5, one-tailed). All three mothers who expressed no concerns
about feeding had one older child. No significant difference {U=3,
p=.3%, one-tailed) was obtained between the mean score of 58.83 for
feeding interactions done with older siblings present and the mean
score of 60.67 for dyads with no older siblings.

Five of the six participants reported the feeding as typical for
both observations. One mother reported new infant behaviors for one of
the feeding observations. Five participants reported no feelings of
discomfort due to the presence of an observer for both observationst
One mother reported discomfort for the first bul not the second
observation.

Table 8 ‘presents the mean subscores, total scores and standard
deviations of the two NCAFS observations for each ﬁﬂﬂtifﬁpdnt. The
child scores revealed less variation between observations than parent
and total scores. The subscale, Cognitive Growth Fostering appears to
have the 1eaj'pvar1ation of the Parent subscales. Of the 76 behavioral
items, changes in "yes/no" responses from Observation 1 to 2 occurred
on six to twelve items for each mother-infant dyad.

Figure 2 compares in graph form, the total NCAFS score of each
participant for Observation 1 and 2. Total NCAFS scores varied one to
four points between observation one and‘two for five dyads. ODuring the
second observation, parficipant number four reported new infant
behaviors, to which she had not yet become accustomed. This asynchrony
revealed itself in a lower subscore on Maternal Response to Distress

and hence a lower total score. This example emphasizes the importance
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Table 8
Total and Subscale NCAFS Mean and Standard Deviations for tach
Participant.
Participant Number
Subscaled 2 3 4 5
[. Sensitivity to (Cues
Mean 10.50 K;.SO 2 .50 12.50 13.50 12.50
S0 2.17 M1 A A A L7
I11. Response to Distress
Mean 10.50 10.00 6.00 .00 10.50 10.00
§§ A 1.41 1.41 4.24 A 0
I11. Socia]—Emotiona1 Growth
Fostering
Mean 11.00 10.50 11.50 13.50 12.00 13.00
S0 1.41 VA L7 A 1.41 0
Iv. Cégnitive Growth
Fostering
Mean 5.50 4.00 4.50 4.00 7.50 9.00
EQ A 0 .71 0 .71 0
Total Parent ‘ .
Mean 37.50  36.00 34.50 38.00 43.50 44.50
QQ 2.12 0 3.54 4.24 3.54 71
V. Clarity of Cues
\ Mean 11.00 11.50 13.00 15.00 13.50 13.00
§Q 0 A 1.41 G . A 1.41
VI. Response to Parent
Mean 9.00 4.50_ 7.00 8.50 7.00 8.50
5D 0 I 1.4 g1 0 .71
Total Child o .
Mean 20.00 16.00 20.00 23.50 20.50 .21.50
SD 0 1.41 2.83 71 71 71
Total Score N
Mean 57.50 52.00 54.50 61.50 64.00 66.00
§Q ) 2.12 1.41 71 6.36 2.83 1.41
.d4 Possible Range of Scores: :
I 0-16 Iv 0-9 Total Parent 0-50
11 0-1 v 0-15 Total Child 0-26
IIT 0-14 vl 0-11 Total -~ 0-76
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Figure 2. Bar Graph of Total NCAFS Scores by Participant and Observ
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of determining if feedings are typical and peint< to the value ot dping

more  than one chservation when dyads are experiencing a developmental

change.

Out of a poscible score of 76, mean Total NCAFES scores ranged from

52 to 66.  The mean NCAFS score for thé total group was 59./5 with a

D¢

standard deviation of 5.50. ;
g

A1l participants reported  their, infants o be growing and
developing ngrmally. Tatle 9 presents the total scores and subscores

of each participant on the HONEL Inventory. Out of a possibie score of
rd
44, Total HOME scores ramged ftfom 24 to 37 with a mean of 30.853 and a

standard deviation of 6.1. -

Differences Between Study and Normal Samples on HOME and NCAFS Uata

The means, standard deviations and results of statistical contrasts

between mothPr-SIDSv'sibling and normal dyads on *NCAFS and HOME
Invenitory scores are pfe%enfed in Table 1C. " Higher scores are more
faverable. gtatis}ica] caontrasts were computeg using the Manﬁ:whitney
U test, ror small sample sizes. The 30 scores for the normal sample
were split into six scores. Fach score representedethe mean NCAFS and
HOME5‘§tore9_ for fjve subjects most \closely matched on demographic
variables to one of the mother-SIDS sibling dyads.

A significant d{fférqpce was revealed in favor of the no;mal'group
on the NCAF Srbscale, Mother's Sensitivity to Infant Cues (Us6, p=.013,

one-tailed or .026, two-tailed). Differences. in favor of the normal

group were cbtained on the Total Parent score, Response to Distress,
A

and the Total NCAFS score but- these. differences were not significant

&

=1 .20, -tailed). : ’
(p=.16 to one-tailed) . W S
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Total and Subscale HOME Inventory Scores for bach Participant.

Subscaled ] 2 3 4
YT T T T X
[. Maternal Responsivity Q o » 10
[1. Avoidance of Restriction b / 2 4
[11. Organization of tnvironment 3 6 2 ’ 5
1Vv. Appropriate Play Materials 4 5 5 Y
V. Mater’nal Involvement 2 ¢ 3 6
VI. Variety of Daily Stimulation | 1 3 l
Total Score 5 27 24 36

37

I

36

Ncte: Higher scores indicate more favorable epvironments.

a Possib]l

1

11
111
'y
v

VI

Total -45
y \J
¢ e

.- -

e
0
0
0
0
0
0

Range of Scores:
-N

-8
_6v
-9
-6
-’5
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statistical o _Between
lnventOﬁzAand_NiK?S Tcores.
inver AR

Contrasts

Between

o e’

Study and  Normal

Sample

\

Yy

-
Samples ot

Normall bampleb

on

HOME

o Faame

A

Subscales Mean SD P levelt

NCAF Scales
sensitivity to (ues 12,17 1.03 13.80  1.65 sd L0
"Response to Distress 9.17 1.8] 10.13 .94 NSE 20
Soc-fmot Growth Fostering 11.92 1.16 12.03 1.57 NS .53
Cagnitive Growth Fostering 5.57  2.07 6.60 1.71 NS .24
Clarity of Cues ‘ 12.87  1.46 12,57 1.89 NS .85
Kesponse to Parent 7.47 1.66 7.63 1.69 NS .41
Total Parent Score 39.00 5.96 42.57 3.87 NS .16

~Total Child Score 20.25  2.47 20.20  3.18 NS .45
Tatal NCAFS Score 59.25 5.50 62.77 5.46 NS .20

HOME Inventory Scales .
Maternal Responsivity 9.17 1.72 9;97 1.31 NS .294
Avoidance of Restriction 5.33 1.9/ 7.17 .70 S .008
Organization of Environment 4.33 1.63 5.30 .65 NS .197
Appropriate Play Materials 5.83 1.72 6.47 1.89 NS .197
Maternal Involvement 4.17  2.04 5.27  1.26 NS .090
Variety Daily Stimulation 2.00 .89 3.0 1.08 NS .197

_Total Home Score 30.83 6.10 37.07 4.38 S .032

Note: Higher scores indicate more favorable interactions and

environments, ‘:’ .

2. N6, ‘

b N=30.
. Statistical contr ,gomputg}dmmnn-whitne! U Test.

h,\\ N -



Significant differences in favor of the normal group were obtained
on the HOME Inventory subscale, Avoidance of Restriction and Punishment
(U=3, p=.008, one-tailed, or .026, two-tailed).  Significant
difference§ were not obtained on other subscales. However, all
subscale mean differences were in favor of the normal 'gkoup,A with
Maternal lnvolvemeﬁT‘ revealing the largest difference (U=9, p=.0Y,
one-tailed or .18, two-tailed) and Maternal Responsivity revealing the
least significant difference (U=14, p=.7249, one-tailed or .588,

two-tailed).

Differences on HOME and NCAFS Data According to Risk Category

NCAFS mean scores, standard deviation§ and results of statistical
contrasts between mothers attributing Tlarge versus slight risk to
SIDS-siblings are. presented in Table 11. Higher scores indicate more
favorable interactions. 'Significant differences (U=0, p=.05,
one-tailed) in favor of dyads in the large risk category were obtafned
on Mother's Social-Emotional Growth Fostering Behaviours, the Total
Parent score, Total” Child score and the Total NCAFS score. The mean
scores for dyads- in the large rjsk category were higher on all
subscales, with largest nonisignificant differences revealed on
Mother's Sensitivity to Cues and tge Clarity of Infant Cues (U=1, p=.1,
one-tailed). Least significant differégces were obtained for Mother's
Response -to Distress and the Infant's Responsiveﬁess to the Parent
(u=1, p=.5, one-tailed).

Interaction observations were rescored using the factors and items

obtained from the factor analysis of the NCAFS instrument (Bee, 1981).

“ltems based on factor loadings were considered a reliable, alternative

method gf determining differences in the characteristics of interaction



Table 11

Statistical Contrasts on

NCAFS

Total

Subscale

75

Scores  Between

Mothers Attributing large Versus STight Infant Risk.

*Risk Groupad

Large Risk
Mean SD

Slight Risk
ean

E N
.

NCAF Subscales P Levelb
—
Sensitivity to Cues 12.83 .58 11.50  1.00  NSC .10
Response to Distress 9.50 1.32 8.83 2.47 NS .50
Soc-Emot Growth Fostering  12.83 .75 11.00 50 9 0%
Cognitive Growth Fostering 6.83 .57 4.67 76 NS .35
Clarity of Cues 13.83  1.04 11.83  1.04 NS 10
Response to Parent 8.00 .87 6.83 2.25 ng .50
Total Parent Score 42.06 .5 36.00 1.50 -5 .05
Total Child Score 21.83  1.53 18.67  2.31 S .05
Total NCAFS Score 63.83 2.25  54.67 2.75 S .05

Note: Higher scores indicate more favorable mother—infanﬁ/interactions.
A

N=6; Ny=3; Np=3.

ano oo

4

Statistical differences determined by the Mann-Whitney U Test.
NS=Non-significant difference.
S=Significant difference, one tailed test. -
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between mother-infant dyads in the large and slight risk categories.
The mean scores, standard deviations and results of statistical
contrasts on factor scores between dyads in the large and slight risk
categories are presented in Table 12. Significént differences (U=0,
p=.05, one-tailed) were obtained in favor of the large risk group on
the Total Factor Score and Factor 1, Parent Verbaliz;tioﬁ. No other

differences were significant. However, mean scores were higher on all

-~ - H

factors\ for dyads in the large risk category. Tactile Stimulation
revea]ed\\\Qf largest difference (U=2, p=.7, one-tailed)., Pos{tive
Child Cues, bpgimum Positiontng, Parent Responds to Child fFood Cues and
Avdidance of %¥1tigjsm revealed the least significant differences
between the risk groups (U=4, p=.50, one-tailed). |

Means, standard deviations and the results of st istical contrasts
on HOME Inventory scores between dyads in Fhe large and s]{ght risk
category are presented in Table 13. Higher scores indicate more
"favorable environments Significant differences (U=0, p=.05,»
one-tailed) in favo% of the large risk group were obtained on Emotional
and Verpal Respon§iv1ty the Mother, Provision of Appropriate Play~
Materialé, Méterna] Invplvement and the Total HOME Inventory score. No
other significant differences were found, a]thquéh the trend was the
same as NCAFS scores, with dyads in the large risk Eategory obtaining
higher mean scores on alJ sqbsca]és.

From the data presented in Tables 12 and 13, it is apparent that
styles of interaction and the stimulation available to tﬁe infant in

: R .

- the home environment differed for dyads according to maternal

attribution of risk to thg'SIDS-sibling. Further exploration of these

< L.

+
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Table 17

Statistical (Contrasts on Factored NCAFS Scores Between Mothers
Attributing Targe Versus STight Infant Risk.

Risk Groupa

Large Risk S1ight Risk e
NCAFS Factors Mean SD Mean SO ¥ tevelb
Parent Verbalization . 11.67 .58 7.83  1.89 SCLob
(Possible Score=13)
Positive Child (ues 6.17 1.76 5.33 3.40 NSd .50
(Possible Score=8)
Tactile Stimulation - 6.00 3.04 4.83 3.33 NS .20
(Possible Score=8) - :
Optimum Positioning . 5.50 .5 5.33 .58 NS .50
(Possible Score=6) . !
Child Hunger Signals '3.50 .5 2.33  2.08 NS .35
(Possible Score=6)
Parent Responds to Food Cues 4.83 1.26 4.50 1.32 NS .50
(Possible Score=6) i
Avoidance of Criticism 3.67 , .58 3.5 .87 NS .50
(Possible Score=4) :
Mutual Eye Contact 4.0 0 3.83 .29 NS - .35,
(Possi%ge Score=4) . . R ‘
Total Score 45.33 1.53 37.67. 2.75 S .05
(Possible Score=53) .

Note: Higher scores indicate a more favorable interaction.

N=6; N1=3; Np=3. .
Statistical differences determined by the Mann-Whitney U Test.
S=Significant diff®rence, one tailed test. '
NS=Non-significant difference.

A

an oo
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Table 13

Statistical Cowmtrasts on HOME Inventory Total and Subscale Scores
Between Mothers Attributing Large Versus Slight Infant Risk.

Risk Groupa

’ Large Risk S1ight Risk
HOME Subscales Mean 5D Mean 5D P Levelb

Maternal Responsivity 10.33 .58  8.00 1.73 . s* .05
Avoidance of Restriction 5.67  1.53 5.00 2.65 NSO .50
@rganization of Environment  5.00  1.00 ©3.67  2.08 NS .35
Appropriate Play Materials 7.00 1.73 4.67 .58 S .05
Maternal Involvement 6.00 O 2.33 .58 S .05
Variety Daily Stimulation 2.33 . 67 1.15 NS .35
Total HOME Score 36.33 .58~ "25.33 1.53 S .05

\

Note: Higher scores indicate more favorable home environments.

N=6; N1=3; N2=3.
Statistical differendes determined by the Mann-Whitney U Test.
S=S#¥gnificant difference, one tailed test. .

- NS=Non-significant difference.

a o oo
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differences was done by comparing dyads in the large and slight risk
caiegories,to dyads 1in the normal group. The normal group co.sisted of

14 mother-infant dyads. matched to the ages of the three S5SIDS-siblings

in each risk category.

Table 14 presents the results of statistical contrasts on NCAFS and

HOME  -Inventory data between the normal group and dyads with

® ¢

SIDS—siblingé in the slight risk category. Mean score differehces were
in favor of the normal group on all NCAFS and HOME subscates.
Significant differences using the Mann-Whitney U test (U=0, p=.05,

. . {
one-tailed) were obtained on the NCAF scales, Mother's Sensitivity to

Infant Cues, the Total Parent score, the Total NCAFS score and on the

HOME subscales, Maternal Involvement and Eotal HOME score.

N

Results of statistical contrasts on HOME and NCAFS data between the

normal group and dyads with SIDS-siblings in the large risk category
are presented in Table 15, A signifiéant difference 1in fav0u; of the
normal group (U=0, p=.05, onejzailed) was ohtained on the Total HOME
score. No other significant differences between these groups were
obtained. However, mean score differgnces were in favor of mother—Sbe
siblings on several subscales, including: C(larity of Cues, [nfants'

.
Responsiveness to Parent, the Total Child NCAFS ‘c‘ore and the HOME

3

subscale, Maternal Involvement.
Signlificant differences indicated that dyéds with SIDS-siblings in

the slight risk category exhipited a style of interaction that was more

>

’tqchnfca], with fewer social occasions during the feediné, than dyads

in the normal group. As well, these mothers were: less senéiﬁve to
Fy

| 3
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Table 14

Statistical Contrasts on HOME

Inventory and NCAFS Total

and Subscale

Scdres Between the Normal SampTe and Mother-5105 S1b11ngs in the STight

Risk CMeﬂory

*

\ ,

Samplead

~

SI0DS-Siblin
[bads

Normal Uyads

Subscales Mean SD Mean N P levelb
NCAF Scalés
Sensitivity to Cues 11.50  1.00 14.20 .53 SEL0h
Response to Distress §.83 2.4/ 10.53 .12 NG 0
Soc-fmot Growth Fostering 11.00 .50 12.00 .60 NS .10
Cognitive Growth Fostering 4.6/ .76 5.87  1.10 NS 10
Clarity of (Cues 11.83 1.04 12.53 .83 NS .20
Response to Parent 6.83 ~ 2.25 /.87 .95 NS .50
Total Parent Score 36.00 1.50 42.60  1.51 S .05
Total Child Score _18.67 2.31 20.40 1.78 NS .20
Totgl NCAFS Score 54.67 2.75 62.15 2.97 S -05

AOME Inventory Scales ) ;

" Maternal Responsivity 8.00 1.73 9.53 .95 NS .20
Avoidance of Restriction 5.00 2.65 7.20 .20 NS 10

“ Organization of Environment 3.67 2.08 5.27 .50 NS 35

. Appropriate Play Materials 4.67 .58 5.93 1.33 NS .20
Maternal Involvement 2.33 .58 5.13 .70 S .05
Variety Daily Stimulation 1.67  1.15 2.60 g2 NS .20

5.33 1.53 35.67 4.05 S .05

A

Total HOME Score 25.

Note: Higher scores indicate more favorable

environments.

'N=6; n1=3; np=3.

Qan oo

interactions and home

Statistical contrasts were determined using the Mann-Whitney U test.
S=Significant difference, one-tailed.
NS=Non-significant difference.

Yo



Table 15

Statistical

A

Contrasts on HOME Inventory and NCAFS Total and Subscale

TCores Between the Normal Group and Mother-SIDS Siblings in the Llarge

Risk Category.

i\

Samplead

SIDS-Sibling >
‘ S Normal Dyads .

Subscales Mean N Mean ’%U P levelb
NCAF, Scales

Sensitivity to Cues 12.83 .58 13.40  1.3] NS .35
Response to Distress 9.50 .32 9./3 .70 NS .50
Soc-EMot Growth Fostering 12.83 .76 12.06 1.03 NS .20
Cognitive Growth -Fostering  6.83  2.57 7.33 .02 NS« L3
Clarity of Cues 13.83  1.04 7260 _ 1.56 NS .20
Response to Parent 8.00 .87 7.0\ .72 NS .50 -
Total Parent Score - 42.00 .50 42.53 \5.14 NS .50
Total Child Score 21.83  1.53 20.00 2.27 NS .20
Total NCAFS Score " 63.83 25 62.53  1.03 NS .20
HOME Inventory Scales

Maternal Responsivity 10.33 .58 10.20 .72 NS .50,
Avoidance of Restriction 5.67 1.53 713 .31 NS ¢35
Organization of Environment 5.00 .00 5.33 12 RS .35
Appropriate Play Materials 7.00 .73 7.00 1.04, NS .50
Maternal Involvement 6.00 5.40 % .87 NS .20
Variety Daily Stimulation  2.33 .58 3.0 720 NS .10
Total HOME Score 36.33 .58 38.47 1.21 S. .05
Notey Higher scores indicate more favorable interactions and  home

enyironments. : -
N=6; n1=3; n2=3.

aQoo

Statist1ca1 contrasts were determined wsing the Mann-Whitney U test.
' S=Significant difference, one-tailed. :
. NS=Non-significant difference.

\
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cues  1pdicating  hunger, satiation and the infant's readiness to
~interact or disengage. Conversation tended to center around food

intake, burps and cleanliness. In comparison to the normal group,

-

ers attrtbuting <light riskAto infants, noticed soctal aspects of
the infant's behavior less often and spent less time trying to elicit

SO 1al responses.

<

In contrast, mothers attributing large risk to S10%-siblings
provided as much or more social stimulation during feeding compared to
mothers in the normal group. However, similar to.dyads in the slight
risk cateqgory,- a lower mean score was obtaiped on Mother's Sensitivity
tq Infﬁnt (uex)in comparison tio the normal group.

\\lyﬂhers with infants in the slight risk category were less likely

»

to  be involved in  promoting the SIDS-sibling's development in

comparison to the normal group; while mothers attributing large risk to
infants were more likely than the normal group to be involved in

growth-fostering activities with the $10$-sibling during the course of
- .

A

daily dCtivities. .

4

NCAFS and HOME Inventory Scores for Dyads Differing on Demograpﬁ?c
Characteristics

. $ .
Statistical analyses were done to determine what, if any,

.dgmogréphic variables may have influenced diffFrences op.NCAFS and HOME
Inventory scores between dyads 16 the large and slight risk
categories.  The éirection and significance of NCAFS and HOME
differences based on demographic variables were compared. across the

following three groups: (a) Six mother-SIDS sibling dyads; (b). The 30

n&rmal mother-infant dyads from the general population; (c) Six

.

® ¥ ] N



mother-infant dyads matched to the six mother-S105 siblings on several
demographic variables. Table 16 presents a comparison of the

AN

demographic characteristics of the 5I05-sibling and matched group for

each participant.

Statistical comtrasts were caHCUlated usind»a two-tailed student's
t test for independent groups with separate var}énces for the normal
group and the Mann-Whitney U test, one-tailed for §mal] sample sikzes
for the SIDS-sibling and matched dyads, Uifferences on Subsca1eASC0rcs
that were significant and in the same directfon in at least two of the
three groups, including the normal sample; were considered more likely
influenced by éhe corresponding demographic characteristic.

Infant Age

Statistical contrasts on NCAFS and HOME Inventory subscores and
total scores were computed for: (a) Mother-SIDS siblings aged one to

4 . B -

three versus four to eleven months; (b) a matched sample with ;nfag;s_
aged one to three and four to eleven months; (¢} and the normal dyads
for infants one to four versus five to eleven months. Significant
differences were obtained for the normal groﬁp in favor of older
Cinfants for the NCAF subscale, Clarity of Infant Cues (t=2.55, df=28,
p=.017) and the Total Child score (t=2.28, df=28, p=.032). A/\'lthough‘
differences were not significant for the SIDS-sibling and matched
groupg, mean score differences were also in favor of older infants on
Clarity of Infant Cues for both groups (U=1, p=.1, one-tailed) and on
the Total Chi]d‘score (U=1, p=.1, one-tailed) for the matched group.

P
The consistency among the three groups in the direction and
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stgniticance  of  ditterences  indicates  that  older Jntants are - more
ikely to obtain higher <cores on Child Subscales. [Hff(‘ron“w on
other  NCAE scales were  inconsistenl  in the signifacance  level  or
direction among the th;‘eP qroups.,
. Srnificant difterences in favor of older children were obtained on
the following HOME Inventory subscales: Maternal Responsivity for the
ruﬁ*mnl ‘m‘uup (t=3.37, df=7, p=.002) af)d the matched qgroup (U=0,
prLOn) i‘rolel(md ot Approprigte Play Matersals for the normal qroup
(t=3.6%, df-07, p=.001) and the matched aroup (U=0, p=.05); variety in
Paily Stamulation for the normal group {(t=2.53, df=14, p=.0724) and
r‘atvh‘mi qroup (U=0, p=.0%): and the Total HOM{ Inventory score for the
nermal group  (t=3.13, df=25. p=.005) and the matched group  (U=0,
pr.0S)o Although ditferences on these subscales were not smnifi(dm
for the SI0S-<ibling group, the direction of mean K§cor9 differences was
in favor of older infants. .

The mean infant agt( for dyads in the‘larghe risk category was
shightly, although not significantly older (5.33 versus 4.00, U=4,
p=.50, one-tailed). NCAFS and HOME scores whicr; tended to be ‘higher
for older infants were examined to determine patterns according to
infant .age in the SIDS-sibling group. This was done by ranking scores
from lowest to highest and comparing ranks to infant age and risk
category. Table 17 presents the age and risk category for each
5IDS-siblilng and the rank of each SIDS-sibling®s HOME and NCAFS scores
in relation to the rest of the group. The highest score obtained by

the dyad in the SIDS-sibling group was given a rank of 6 and the lowest

score a rank of 1. If more than one dyad obtained the same score the



Tabte 17

“{(\

Infant Age, ‘_ Lorresponding Risk (ategory and Ranks on NCAES and  HOME
Tnventory Scores for fach Participant.
NCAE Subscales
(larity Total Total fotal

Intant Age : R1Gk ot (ues (hild Parent Score
(in Monthe<) {ateqgory Rank Rank Rank Rank

1 Month larae 3.5 b T e 6

J Monthe STaight ‘ | | 1

3 Months Slight 1 2.5 3 "3

4 Months large 5 4 5 5

/ Months STight 5 ) ’ g
11 Months Large 6 b 4 4

HOME Subscales
Play Maternal Total

Infant Age Risk Materials Responsivity Score
(in Months) Category Rank Rank Rank
1 Month Large 4. 4.5 4.5
2 Months STight 2.5 1 3

3 Months STight 1 2.5 ¢

4 Months Large 4.5 6 6

7 Months S1ight 2. 2.5 ]
11 Months Large 6 4.5 4.5
@ Rank l=lowest score in the group; Rank 6=highest score in the

group.
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average rank was qiven to both dyads.

Both the olde<t and youngest infants were placed in the large risk
Cateqory. Ranks on NCAES scores indicated that regardless of infant
aqe, dyad; in the large risk group consistently obtained higher <cores
than antants in the slight risk category\ on (larity of (ues, lotal
Child, Total Parent and the Total NCAFS scores.  However, the oldest
mfant in the large risk category obtained the highest <core on (larity
of  fues and the Total (hirld score for that qroup. Similarly, the
oldest infant an the slight risk cateqory dbtained the highest <core on
(laraty of Cues for that group. Based on ranks, high and Jlow Jlotal
NCAES scores varied directly with high-and lov Total Parent scores, but
not necessarily with the Total Child score.

. Similar patterns  were revea]gd on HOME inventory scores.
Regardless of the- age of the infant, higher scores were obtained for

intants an the large risk category on Provision of Appropriate Play

Materials, Maternal Responsivity and the Total HOME <score. The oldest

intant in the group obtained the highest score on Provision of
Appropriate Play Materials but not on Maternal Responsivity or the
Total score. The infant who obtained the lowest Total HOME score was
three to six months’Jlder than four other infants and was in the slight
risk category.

In summary, older infants tended to have higher scores on Clarit;
of Cues, the Total Child NCAFS and Provision of Appropriate Play
Materials. However, from the evidence presented, it seems likely in
this SIDS-sibling sample, factors other than infant age have also

influenced mean\score\%ifferences between dyads in the large and slight

A



risk cateqories. g

Infant Sex

In the SI0S-sibling group, infants placed in the large risk
category were male, whereas infants in the slight risk group were
female. Consequently, differences on HOME and NCAF scales betweeﬁ rigk
groups were also obtained for male versus female infants. Statistical
analyses on the normal and matched groups indicated that male/female
differences were likely due to chance.

Srtanificant ditferences were obtained for the SIDS-sibling group in
favour ot males on the NCAF scales: Social-fmotional Growth tostering,
Total Parent score, Total Child score, and the Total NCAFS score (U=0,
p=.05, one-tailed). Uifferences on these subscales for the normal and
matched qroups were computed ‘as follows: Social-Emotional Growth
Fostering for the normal group (t=1.39, df=27, p=.179) and the matched
group (U=4, p=.5, one-tailed); Total Parent, score for the normal group
(t=.05, df=26, p=.963) and the matched grggb (U=4, p=.50, one-tailed);
Total (hild score for the normal group (t=.34, df=27, p=.737) and the
matched group (U=1, p=.1, one-tailed) and the Total NCAFS score for the

normal group (t=.23, df=26, p=.820) and for the matched group (U=3,
p=.35, one-tailed). As well as being non-significant, the direction of
differences for the normal group was in favor of females.

Differences between males andyfé@f]es on HOME subscales revealing
significant differences in the SIDS-sibling group were computed for the
normal and matched samples. ResuTts were as follows: Maternal

Responsivity for the normal group (t=1.42, df=27, p=.166) and for the

matched group (U=4, p=.50, one-gailed); Provision of Appropriate Play

17
[
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Materials for the normal group (t=1.A89, df=27, p=.125 and the !;ldt(‘.h(‘(j
aroup  (U=3, p=.35, one-tailed):; Maternal Involvement for the normal
aroup (t=.57, df=27, p=.571) and the matched group (U=3, p=.35); and
the TJotal HOME <core (t=1.82, df=27, p=.081) for the normal group and
(U=4, ps.5, one-tailed) for the matched sample. These differences were
in favor of male< but were not statistically significant. In summary,
male/female differences ap NCAFS 3nd  HOM scores are concluded more
likely due to chance. . { e
Maternal tducation '
Statistical contrasts on NCAFS and HOME scores for the three groups
between mothers with 12 or less years and 13 or more years of education
zﬁre computed.  No significant differences (p=.05) on subscales were
obtained for mother-S10S siblings, matched dyads or the normal group.
However, as indicated in Table 6, mothers tended to have more education
N mother-510S sibling dyads exhibitigg more favorable interactions.
Maternal Age
No significant differences on NCAFS and HOME Inventory scores were
obtained (p=.05) between mothers aged 18 to 26 and 27 to 35 years. As
indicated in Table 6, mothers tended té be older in mother-SIDS sibling
dyads obtaining more favorable interaction scores.

Number of Children in the Family

ﬂ’ -
Consistent significant differences were nob obtained on NCAFS -and

HOME scores between dyads in the three groups with one or more older
children and dyads with no older children. It is worth noting,.
however, that the SIDS death occurred with the first-born child in
dyads who obtained more favorable inleraction<scores; whereas in two of

the three dyads exhibiting less favorable interactivéjbehgviors, the
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CSIDS death occurred with the second born-infant.

In summary, the cumulative effect of maleness in subsequent SIDS
siblings, older mothers with slightly more education and no surviving
chifdren iin the family prior to the SIDS death may have influenced
significant differences obtained on HOME Inventory and NCAFS scores in
favor ot mother-SIDS sibling dyads in the large risk category. Dyads
with olde-~ infants tended to obtain higher scores ou (larity of Infant
Cues, the Totai Child score and Provision of Appropriate Play
Materials. Differences according to infant age in the S1DS-sibling
group were more apparent within risk groups rather than for the total
group suggesting that factors other than infant age also contributed to

sianificant differences between dyads in the large and slight risk -

categories.

Maternal Reports About Home Monitoring and Care of the SIDS—Sib]iqg

Table 18 presents. the frequency of mothers expressing concerns

about infant care, infant behavior, mon®or mangement ang life
tircumstances according to the category of infant risk.

Concerns of Mothers Attributing Large Risk to the SIDS-Sibling
0

Concerns about infant behavior and infant care are expressed by
more mothers with SIQS~sib1ings in the large risk category than slight
risk category. More mothers <«attributing large risk had concerns
about: Travel with the infént;'supervisfon while driving iﬁ a.car;
trips outside of the " home; separation from the infant; putting the
infant down to sleep; disruption of wusual routines; and changes in
infant's eating amd activity patterns.. Reluctance to purchase or

accept "items that could be considered for future use such as clothing
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Table ]&

Frequency of Mothers With Concerns About the SIDS-S5iblin Monitor
Management and Life (ircumstances According to Maternal Attribution of

Tnfant Risk.

Attribution ot Infant Risk

Large Rigk STight Kask
Maternal Concerns {Maternal frequency)

Infant Care
Travelling
Driving’
Trips outside home
Separation
Putting infant down to sleep
‘Disruption of infant's routines
Supervision in others' homes

NN N LW — N T

‘Infant Behavior
Changes in -eating patterns
Changes in sleeping patterns
Respirdtory infections
-Activity level and responsiveness

_— )
e D

Monitor Management
Number of loose lead alarms 1
Tighthess of monitor belt 1
Difficulty hearing loose lead alarms 2
Discontinuing the monitor in the future 3

[ RN o)

Life (ircumstances

Feeling physically iolated

Feeling emotionalty isolated

Finding a babysitter &

Unemployment of spouse ‘ “

Fimancial difficulties

[1Tness of a family member

Father absence from the home

Behavioral problems with older siblings

Reluctance to receive or purchase items .
for future use “ :

D1sappo1ntment in sex of SIDS-sibling

Carrying most of the respons1b111ty for
infant care 1

OO WwWwNN
N e PO PO RN RN

[@ X,V
wr» —~O

e
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or toy. beyerdt the infant's age was  also expressed by mothers
attr “ating “arge vash to SIDS-siblings.  Concerns expressed about
monitor management for this group included: Difficulty hearing

loose-lead alarms; apprehension about discontinuing the monitor jn the
future and in one case, a fear that the tightness of the monitor belt
crght interfere with growth: of the infant's chest.

Concerns ot Mothers Attributing Slight Risk to SIDS-Sibling

Fewer mothers attributing slight risk to their SIDS-siblings
expressed concerns about infant behavior and care. ‘However, this group
had more  concerns about their life circumstances, including:
Unemployment; financial problems; father absence from the home; 1llness
of a family member; and behavioral problems with older children. One
family experienced disappointment over the sex of the\subsequent infant
and was the only participant with a SIDS-sibling of a Giffereni sex
than the previous infant. More mothers in the s]ight risk category
felt solely responsible for the care of the SIDS-sibling on\the monitor.

Concerns Common to Both Risk Groups

Concerns which were common to the total group included: Changes in
infants' sleeping patterns; respiratory infections; finding
babysitters; feeling physically isolated; and feeling emotionally

isolated.

Factors Contributing to Maternal Concerns

During discussions about home monitoring and care of the
£ \
SIDS-siblings, it became apparent that several factors contributed to
maternal concerns and the resuiting interventions mothers created for

the care of the SIDS-sibling. ., Some interventions were physical in
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nature, such &s not disrupting the infant's routines; whereas some

. N )

interventions seemed more emotional in nature, such as increased worry

or focusing attention on the possibility of SIDS or monitor alarms.
»

.

The following section elaborates on the factors that contributed to
maternal concerns and the resulting care-giving interventi hzf\mnlhe(j
created for the care of their SIDS-siblings.

Memories of the SIQS Death

Memories about the events surrounding the death of the previous

infant influenced 1ideas about what was a safe activity for the

SIDS-sibling.  The following comments from three mothers indicate the
kind of interventions X reated on the basis of mothers' memories: .

(4

h% 2

I will not take my baby- to other people's homes because my first?®
baby died in someone elses house. ] just don't want to go through
that again.

I won't interrupt my baby's sleep for anybody or anything. My baby
died following an airplane trip home from visiting my parents.

1 worry more about apnea after a shopping trip. My baby died after
an all day shopping trip with my mother. I always put her on the
monitor as soon as we get home and I check her more frequently.

-

It .is’ interesting to note that comments imply an understanding by the

N

mother of the reason for her intervention. Some mothers commented on
the illogical nature of their” fears about these activities. Although

the connections made between certain activitigs and SIDS were sometimes

~

recognized as fantasy, these connections were acted upon by mothers as

a

\
though they represented empirical facts.

-Memories About the Previous Infant

Five mothers compared physical and personality attribytes of the

subsequeht SIDS-sibling with the previous infant. Differences between
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the SI1DS-sibling and previous infant were interpreted as an indication

of the greater likelihood of survival as indicated by the following

comments :

] trust this baby more bécause he 1s more responsive and hyper than
my baby that died. I just trusted more that he would be okay. My
tast baby, I just gouldn't put him down. He wanted to be with me

all the time.

My first baby was lazy and didn't respond to me. This baby 1s so
hyper and active. She is full term and doesn't have any breathing
problems like "X". My first baby was never very well.

This baby's bredathing 1is clearer. 1 can see his body move or
movement of his head when he breathes. With "X", [ just couldn't
tell if he was breathing. His color was always pale. [ don't
think he was a healthy baby. This baby's color is much pinker.

I feel better about this baby than my baby that died because she is
so active. She smiles at me and gets excited when [ talk fo her.
My last baby didn't do any of those things.

I worry more about this baby than my first SIDS-sibling. He 15
sleepier and not as alert.

[y

As indicated by these comments, mothers equated an .alert, responsive
and ~ active infant with 1life and health. The pFesence of these
qualtities provided mothers with reassurance and hope that the
SIDS-sibling would survive.
- The SIDS-Sibling's Behaviour <
Figz\Wm$Q§rs said they worried more about SIDS if their‘jnfants‘

sleeping patterns changed. For some, the nature of the worry coincided

with events, syerouncding the SIDS death. One mother worried if her
> \ | )
infant got less sleep than usual and ‘felt that SIDS occurred shortly
\
.«after the infant fell asleep, as she had experienced with her previoug
I

infant. This mother said she worried less about the infant after his

_first hour of sleeb. Two methers worried if cthges occurred in the

’
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number  of  hours or freguency of sleep. Two mothers checked their
infants more frequently if a period of sleep lasted longer than usual.

These words of one mother demonstrate the influence of sleep changes on
N
her fears about SIDS:

v

It he had <lept longer than ‘usual then | watched more closely and
felt monitor atarms were more likely to be apnea/bradycardia alarms
than a machine problem; whereas if he had been asleep for a short
time then | felt alarms would more likely be loose lead alarms. N

For one mother, changes in the infant's sleep activity patterns was

i

particularly distressing. Her distress and the influence of memories

A}

concerning life with the &revious infant are reflected in this comment .

l

}

I was feeling okay about how things were going until he started to
wake up and want to eat during the night. That's exactly what my
last baby did before he died. 1 don't want to lose this babyg

It is apparent from.tpgir comments that mothers observed connections
between the?ﬁ life events and the SIDS death of the previous infant.
These connections were most obvfoustwhen mothers discussed situations
or SIDS-sibling behavior?&?hat reminded them of life with the previous
1nﬂpnt. Similarity of events or behaviors is not é reliable index éf
contingency or cause-effect relationships, yég/ﬂﬁothers relied on the
qualities of resemblance or similarity and giffere ce to determine if
activities or ipfant behaviors posed é threat to their infant's life
and health. Using similarity of events to determine the outcome is an
indggtive logical process but is often mistaken.in its coﬁclusions.
éénsequent]y, the concerns and caregiving interventions mothers cPeated

on the basis of memories about the previous infant took on the quality

of myths or fantasies. However, to label these thoughts as fantasies

¥
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and myths on the basis of their erroneous concusions, i1s not to deny
® '

the probability  that such thoughts™ have an important protective

function.

Monitor Alarms

Although mothers seemed Jaware that absence of monitor alarms did
not prgcluQe a S10S event, they felt reassured when their infants did

not have monitor alarms. One mother remarked:
)

My baby has not had any monitor alarms, not even a Jloose lead
alarm, even though ] set the time adjustment on the monitor for 10
seconds rather than the recommended 15 seconds.
Another mather who was discussing changes in her infant's bhehavior
remarked, "But there haven't been any monitor alarms". In another
case, fear about épnea was displaced onto a household ‘pet. The mother
said she found herseif .shaking her dog on several occasions because she
thought the animal had stopped breathing.

There was only one infant in this study who experien&ed apneaq
requiring vigorous stimulation during the data -collection period.
Therefore, it 1s difficult tQ determine the contribution of apnea
episodes to mothers' concerns &bout SIDS and the care of the infant.
In fhe one case, the s]?é;t risk attributed to the infant did noi
change following the apnea episode. However, for at least three weeks
following the apnea ep/;ode, the mother's anx1ety level increased from
slight to large andwthe monitor, which had been used only at night, was
now used during the day as well. This mother also experienced more
difficulty leaving the infant with a babysitter following the apnea
episode. A question arises as to whether maternal concerns and

caregiving interventions based on an actual episode of apnea differ



o

from those based on a fear that apnea might occur.

Reegggigi‘to Other ' People

The responses of friends and relatives sometimes reinforced the

el

idea that everyth)ng was not "okéy" with the SIDS-sibling. Mothers

felt they were avfided‘beCause of others' fears of the baby dying. The
phys{(al and emotional isolation mothers experienced as a result of

people's responses are indicated by these comments:

I never see my nieces and nephews anymore. They just don't visit -
1 think because their parents are afraeid the baby will die while
they are here. '

Ré6;1e avoided us like they think the baby has a social disease or
something. - \ N .

I know there were arqgumgnts among my friends about whether tﬂey
should have a baby shower for me. They did, but only eight people
showed up. I think they are afraid the baby will die when they're
here.

Fxplaining the reason for using a cardiorespiratory monitor with an

eSSentiaily healthy infant was a difficult. task. Most mothers felt,
that in spite of explanations, friends often saw the nmnitor’as an
indication the baby was.i]l and in a life-threatening situation. The
perception of mothers that people avoided the SIDS-sibling was further

intertsified with the difficulty of finding someone who would learn to

care for the infapd in their absence. One mother stated:

1 don't understand why people won't babysit. They look after other
people's babies and they could die of SIDS too. ’

Y ' .
Another participant commented: 5
///v

I had two girls who were qualified to babysit. They came<d‘te but
wouldn't come back. They always had an excuse. .

N



For one tamdly, daittaicuity tainding babysatters was one ot the yreasons
the momitor was discontinued. Thee amportance ot having o reliarl,

tructed babycitior was mamitested i this mother's ¢ onment -

Having a babysitter who you ¢an trust i< the most help ot you have
to Jeave the baby. I think 1t my baby<itter moved | would almost
have to move with her .

When o people  avold  cortact  with  the  SIDS-sabhing,  the amplied
message 1 that the Si0N-<abling 1< at more rish than other babies.
Theae mesgades ever at antreqguent ) may orender 1t omore diftacult tor

~ .
mothers te maintain a realistic perspective on the (hances of then

intant having a S1US event.
& :
Not only did mothers feel the riskh ot SIDS to their intfants was

overestimated by others but comments indicate feelings that others

undere<timated the risk of SIDS to all intants:

I Just get-appalled at what some mothers do, like leave their baby
uncheched for hours, cover up the baby's face or use those
snuaglies where they don't know 1f movements dare the baby's
breathing or theirs. L.

’
I get really angry when people try to tell me everything is okay
because 1 have a healthy baby. I know having a healthy baby
doesn't mea® anything.

I get really angry when my relatives twell me that SIUS could never
happen to their babies.
{

Mothers felt emotionally ~/i/solated with their fears about SIDS,

particularly when comments from others indicated a lack of

i

understanding of the unexpetted-nature of SI1DS.
ﬁive mothers felt the constant supervision of the SIDS-sfibling was
micunderstood. Mothers were labelled by friends gnﬂ»‘%élatives as

"dverprotecdive", "smothering", or ~ “"hypochondriacs". Somet imes,

.

R Y

SR



immterventions aroused guestions trom trends about the antant's health
o1 the necessaity of the mother's acthronsg:

When Toam vaisaitaing other people they keep askang why | o check the
baby <o much. It'« hard to make people understand that T'm not

Crasy.

I don't 1ike to take my baby te other p('(m‘h‘\ houses because they
don't under<tand that he has to be watched closely.  They would
prescure me to o leave him i another room and then ask, Why not?
Why can't you do that? What'< wrong with him?
Poerhaps o dattacolt taskh tor trrends and relatwes ¢ to dictinguish
between materne!l anterventions wnhA the L10S-<ibTing and the actual
Pk te the SIotoaabling's ate. One particrpant who ¢elt increased
support froe tamily and traoends, attrabuted this an pant to her ahi ity
te express feelings, f-(‘m‘\ and anxteties and to expldin her need to
closely <upervise dnd use a monitor with her essentially m-d]'thy 1ntant.
brparacal Anowledge About S10%

Mother<  created anterventions for  S10S-siblings based on then
knowledge of  Sudden  Intant Death Syndrome,  For example, one mother
planned her preanancy <o the ST0S-sibling would reach the (ritical age
for SI0S, during the <eason SIS deaths were lowest 1 Alberta, the

£ .
previous  year. Information about the use of water beds for apneic
premature infants influenced a mother's decision to use equipment with
her infant that moved, suth as a water-filled crib mattress and an
infant seat with rockers.

Knowledge about SIDS also influenced the points in time mothers

perceived as most stressful. One mother whose previous infant died at

5 1/2 months, said:



l\thmk Iowdll worry moest around 3 monthe of age because that 'y

when 1o know moct STDS deaths happen,

Kegardless of whether previous imtants died at % 1/0 monthe or W 1/0
weeks, mothers  conaastent ly  <ard that 0 to 4 monthe was the most
,
stresotful perirod  of Fome  monitoring. This  <tresstul point wds
1dentifaed by two mothers from a retrospective point ot view, two
presently an the O to 4 month bertod and two mothers anticipating thie
aae perrod with the iafant. ]t the pr‘(‘vnn;x intant died between 7 to 4
months of aae, thais anniversary date was an additionally <treastul time.

When anfante had colde, mothers <aid they worred more about S10S.
fumlm, a sequence ot events with the S1DS-<ibTing <imlar to events
with Ulr"pre‘vloux intant "was very <tresstul, Such was the (ase with
one participant when her S[OS-saibTing developed ¢ cold at exactly the
came aqe as her previous infant prior to his death.

AT mothers said they worried or thought they would worry less
after the anfant turned 6 to & months of age because SIS occurred less
frequently after this period of 1nfan6y. Mothers said they would not
"rest eacily” until the infant turned one year and in some instances 3
years ot age.

Discontinuing the Monitor

Three mothers had experienced discontinuing the monitor with the
study infant or a previous SIDS-sibling and three motRers were
anticipating this period of time. Although mothers could remember the
exact date and age of the infant when home monitoring was initiated, no
one could remember the infant age or date the monitor was

discontinued. Comments revealed feelings of gquilt and fear about

discontinuing the monitor:



to the
we discont inued

This 1s about
monttor.

he wanted
date
old.
the

use

I don't remember how
I think it was about
We di1d everything we

even made mittens for

I will
this with

use the monit
the doctor,

| teel anxious when |

AT mothers <atd

they

Cases, mnterventirons to k

mittens, restraining and

anticipation ot

ditticulties.

the
4 months
stay on

yedr . Fodon't
I think <he was

than babies

tor one
but
lTonger

monitor
the monaitor
one month

remember
about
usually

old he was when we <topped using the monitor.
7 months.  We wanted to use it for one year.
could to keep him trom pulling We
hir< hands.

the plug.

or tor one year and | have already discuased

think about discontinuing. the monitor .

would use the monitor ftor one In <ome

yedr .

eep the antant attached to the monitor such

d

placement of monitor wires were (redated n

Comments ndicate the extremely paintyl

nature ot making the decision to discontinue the monitor.

Two mothers whe had discontinued the monitor said terminaltion was
easter when they learned to trust the baby and realized they, not the
infant, needed the monitor. [t <eems that implhicit n the comment ot
"trusting the baby™ 1< a conscious decision to now give the choice ot
r.eathmg or not breathing to the infant. Perhaps learning to trust
the i1nfant to breathe unassisted, i1s a positive step in the mother's

awareness and knowledge of her SI0S-sibling’'s capabilities.

. The Monitor

The monitor did not appear to contribute to mothers'

provided information ab

comforting. Generally,

have apnea/bradycardia episodes.

monitoring as easier than

this was true whether

concerns but

out the infant that was reassuring and

infants did or did not
Mothers said they experienced home

expected. Most attributed th\s to few alarms

or having only false alarms.



Parthicipants expressed o variety ot ways an which the use ot an
apneda momitor was helptoul.  Two mothers <aid, without the monitor, they
would not be able to check their babies after a period of <leep. tven
with the momitor, these mothers saird they checked for breathing prior
to looking at the Iinfant's face. One mother wanted to know the time of
a ST0% event | <hould one occur.  Most families wanted an opportunity to

try and revive their anfant <should a lite-threatening episode ot apnea
4 U

occur ., ATT families found the monitor helped them relax with their

intants and <leep better at night.  FPive mothers said they would use
N .

the monitor aqgain and one mother was uncertain. General ]y, mothers

percelved the momitor as their “eyes and ears” when they needed to

<leep or required time away from the infant.

Summary ot Results

Three of the <ix participants placed their SIDS-<iblings in a lerae
risk’ category and three attributed slight risk to their infants. Mean
scores were higher for dyads 1in the large risk cateqory on the
following variables: Maternal age, infant age, the number of months
since the SI0S death, apnea/bradycardia episodes, the number of monthe
between the 5105 death and birth of the subsequent infant, hours per
day of monitor use and the Total HOME Inventory and NCAFS (interaction)
Scores.  Mann-Whitney U tests, one-tailed for small sample sizes,
reveaLéd significant mean differences on: -The number of months since
the SIDS event, the Total HOME score and the Total NCAFS s;ore. Least

significant mean score differences between the large and slight risk

_T

dyads were obtained on infant age and apnea/bradycardia episodes. All

mothers attributing large risk to SIDS-siblings had experienced the

Y

™
)
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STOS  death of  thear tirst intant; whereas two mothers attrmibuting
shight ' risk to the SIDS-<ibling had preschool children.

Further analys<ses, using Mann-Whitney U tests, revealed signiticant

ditferences an favor of dyads in the large fpisk category on the

%()H()Wiﬂg} NCAE  Scates: Mother's  Social-tmotional Growth lostering
Behavior, the Total (hild Score, and the Total Parent Score and Parent
er‘lm]lﬁz(:tl()n. Srgmiticant ditterences  on _HUME Inventory scores
twtwm'@ ik aroups owere ()Ma‘im*d for: fMotional and  Verbal
Responsivity ot the MnH’wr, Provision ot Appropriate Play Materials and
Maternal Involvement .

It‘ tv posaable  that  the cumulative effect of some  demoqraphic
variables may h»% inf]uen(e(f the more favorable HOME Inventory and
NCAES <cores obtained by mother-S10% <ibling dyads in the large risk
cateqory. These demographic variables included older maternal age,
more maternal education, no surviving children in the family prior to

~ o
Un/)fl)f) death, maleness ot the SI0S-sibling and the slightly older age
of “STES-sablings at the time of data collection. Differences according
to infant age were more apparent within the groups based on risk than

»
for the total group suggesting that factors other than infant age also
contributed to significant differences between dyads placiﬁg the infant
in a large versus slight risk c“ategc"y.

More mothers attributing large risk to the SIDS-sibling expressed
concerns about 1infant care, infant behaviors and monitor management.
More mothers attributing -slight risk, to SIDS-siblings expressed
concerns about their life circumstances. Lack of social support, and
more apprehension about SIDS when infants changed their sleeping

©

patterns were common concerns of parti\ipants.
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Factory which contribute to mothers' cnnfvrns about the infant and

stressful  points  during the home monitoring experience, included:
]

Memories of the SIDS event; memories of the previous infant; the
infant's behavior; nmonitor alarms; and the empirical knowledge mothers
had acquired abbut SIDS. « Mothers  used similarity, Jikeness,
rvﬁvmbalance as well av differences between experiences with the
previous infant and ST0S-sibling torcredte interventions for the safe
care of the SIDS-<ibling. Interventions were both physical  and
emotional.  for example, mothers not only used memories to dec 1de what
was or was not a safe activity for the SIDS-sibling but also to decide
when  to worry., Mothers perceptions of others' responges  to  the
S105-sibTing and monitor reinforced the idea of the S1DS-sibling's

vulnerability.  The monitor did not contribute to mothers' concerns but

seered to be a source of comfort and reassurdnce.
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Discussion, Conclusions, Limitations
Implications and Recommendations
The objective of this study is to describe the pharacteristics ot
interaction and the home environment with mother-$]10S sibling dyads
using the home monitoring intervention. In this section, major results
are discusied and compared to  results of previous resedrch,
[imitdations ot the study, Implications tor nursing and re(omnéqdatnnn

for futvre research are outlined.

Discussion ot Results

N

Drscussron of the results focuses on maternal attribution of risk

to the LI0S-sabling, and  the characteristics of mother-intant

interaction and the quality of the S5IDS-s1bling's home environment.
')

Factors which may account for variations in measurements among

mother-510% sibling dyads and between the study and normal samples are

examined, in relation to other research.

Maternal Attribution of Risk to the SIDS-Sibling

Three of the six mothers in this study attributed large risk and
three slight risk to their SIDS-siblings. This section examines same
factors which may account for variations in the degree of risk mothers
attributed to infants. These factors include: Reactions to the loss
or threatened loss of an infant; the time interval since the SIDS
event; previous experience mothering a surviving child; the apnea

monitor; and the sex of the SIDS-sibling.

105
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Keactions to the Loss or Threat@nvq_igéx ot the Infant

Maternal attribution of risk to SIDS-Siblings, as well as the
concerns  mothers expressed about .their -SIDS—siblings' behavior was
reminiscent of the grieving process. Perceiving the subsequent infant
as at risk may be a reaction to the loss of a previous infant due to
SIDS.  Similar grief reactions in parents who perceived their infants
as less viable at birth have been reported.

Reseachers, in a followup study of 90 children at & years who had
Rtt Incompatability at  birth, found mothers retained little of the
realistic information given to them at birth. Over time, mothers
percetved children as less viable and more likely to die, regardless of
the actual heatlh status of the child (Rose, Thomas, Boggs, Alderstein,
Trigos, Rigg, & (rowther, 1960).

Kose (1961) reported a variety of factors, including tge death of a4
previous infant, that contributed to less agdaptive mother-infant
relationships. Grief reactions, in\anticipation of the death of their
essentially healthy infants, led mothers to perceive behavioral or
physical changes in infants as life threatening, despite reassurances.
Mothers sometimes failed to provide adequate stimulation or provided
stimulation inappropriately.

These descriptions are reminiscent of three mothers in this study
who attributed large risk to their SIDS—sib]ing;. Maternal concerns
about the S5IDS-siblings centered around behavioral changes] such as

-

sleep patterns and activity levels. Behavioral changes in the
; .

SIDS-siblings were particularly distressing to mothers when they

. . . ‘ . N
aroused memories of the previous infant's behavior before the SIDS



.

107

vvent. Mitticulties  separating  trom  the  SIDS-sibling, im,lu‘-dmg
}
putting the “infant down to «leep, were also reported by mothers

attribu’inq larae  risk  to  S10S-siblings. In  contrast, mothers
attribu?>%q wlight risk to SIU\~;ib]inqS reported no difficulties ;n
these areas. These results are similar to a report by Green and Solnit
(1964) that difficulty separating from children occurred when mothers
percelved the child as vulnerable.

Tame Interval Since the S1DS fvent

The fmmnq that mothers attributed a qrva%t’r degree ot rask to “'S
STPS-<abling when more time had elapsed since the SI10S death of the
previous Infant s surprising. I? attribution of risk is in part a

\

griet réa(tion, then itﬁ might be expected that less risk would be

attributed to the infant with ipcreased thme since the SI10DS event.

These results raise a question about the length of the grieving process

tor mothers who have Jlost infants and the extent to which grief -

reoccurs with the birth of‘a subsequent infant, even years later.

A review of other resfarch revealed little that would explain this
result. Spinetta, Swarner and Sheposh (1981) measured the adaptation
level of family members after the death of their child from cancer. No
relationship was found between high or low adaptation levels and the
time interval since the death. Researchers raised a concern about Rhe
extent to which memories of the child and his death interfered with
daily functioning of family members and their commitﬁgnt to the future,
even two to threg¢ years after the death (p. 260). ’

Chiidren who have experienced the death of a sibling were reported

to obtain Tlower social-competency scores as the elapsed time since the
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death of the sibling increased. The researcher noted that the high
number of internalizing behaviors reported for children supported a4
suspicion that many of these children were depressed (Davies, 1984).
The decrease over time in the competencies of bereaved children
suggests that time elapsed since death 1s an 1important variagle~ to
consider with research concerning the functioning of family members
following a death.

Some mothers in this <tudy said they became pregnant xhor‘tly atter
the ST0DS event because walting would have raised self-doubts about
having another ehild. Perhaps as the time interval since the SIDS
death increases, mothe;s become more doubtful aboul their parenting
abilitives. Further résearch‘shou1d be done to determine the influence

of time elapsed since the SIDS death on mother=S1DS sibling interaction.

Previous Experience Mothering a Surviving Child

An equally or perhaps more plausible explanation for differences in
the amount of risk mothers attributed to SI0S-siblings may be the
experience of mothering an infant who-survived/prior to the death of
the infant from SIDS. Two pothers who attributed slight risk to their
SIDS-siblings had older children; whereas none of the mothers who
attributed large risk Yo their S10S-siblings had surv;ving children
prior to the SIDS death. Mothers with older children seemed aware of a
broad range of infant behaviors and most interpreted changes in their
SIDS-sibling's behaxior as normal developmental sequences, rather than
as life-threatening events.

Perhaps with a previous successful experience of child-rearing,

mothers have less need to fantasize about the possible death of their

“
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tntant and are more able to maintain a realistic perspective about the
chance of SIDS.  Reva Rubin (1984) reported less use of fantasy by
multiparas than primiparas during the process of attaining the maternal
role. Multiparas tended to use a frame of reference abeut their
\

mothering in terms of what they did m‘&lﬁat was done with the last baby.

It has been documented by several investigators that previous child
care experience 1soassocidted with fewer concerns about infant behavior
and  care: Second-time  mothers appeared to be more concerned about
]Ht(’(]r'dll;l(] the new bhaby into the tamvly (Bull, 19sl; trlmore & Taylor,

[y

19765 Gruls, 1977

»

Moss, 1981} .

The Apned Monitor

[t is intcrt‘st‘jnq to note that infants in this study, with and
without reported episodes ot apnea, were placed in both slight and
large risk eategories; whereas, Black and associates (19/8), from a
study on thg ;mpd(‘t of home monitoring on family life, said the monitor
became the parents best indicator of the severity of risk to the infant.

In the <tudy by Black and_ associatesl (1978) most pdrevnts had
already discontinued the monitor, whereas four of the six SIDS-siblings
in this study were still using the apnea monitor at the time of data
collection. Maternal perception of infant risk may be based on the
monitor when viewing the situation from a retrospectiv‘e point of view.
In this study, of the two SIDS-siblings who were no longer using an
apnea mohitor, one was placed in a slight risk and one in a large risk
category. The mB\Qer attributing slight risk to her S$IDS-sibling at

age two to four months, in retrospect, perceived that her infant never

really needed the monitor. In contrast, the mother attributing large

N

/
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risk to her infant at two to four months, in retrospect, perceived that
her baby had several episodes of life-threatening apnea or bradycardia
while using the monitor. Of the four mothers using the apnea monitor
during ddt; collection, two attributed slight risk and two large risk
to their 5I05-siblings. It seems that these mothers were influenced by
factors other ‘than the monitor alarms as an indicator of the severity
of risk.  Results of this study suggest maternal perception ot intant
risk was influenced as much by the SIDS death and the threatencd loss
ot the subsequent intant as by the monitor alarms.

sex of the S1D5-5ibling

Three S10%-siblings placed in the large risk cateqgory were male,
while three placed in the slight risk cateqgory were female. In the
past, more SIDS deaths have been reported tor males than for femdles
(kelly & Shannon, 1982).

In all but one case in this study, the sex of the subsequent infant
was the same as the infant who died. In one case, the mother expressed
more worry about SIDS because her infant was male. Other researchers
have reported that mothers have more concerns about male than female
infants, particularly if the infant was a first-born male (Moss, 1981;
Sumner & Fritch, 1977). Sugh research findings raise the question of

infant sex as an influencing factor in maternal perceptions of the

infants' vuinerabi]ity.

Variations Among Mother-SIDS Sibling Dyads on Interaction and the

Infant's Home Enyironment

Data analysis revealed two separate profiles for the six

mother-SIDS siblings on characteristics of mother-infant interaction

A
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and thg infant's home Sgljronmeht. Thi§,xection examines some factors

which maybr'hgvv contributed to  these differences: including:
]

Participants' life circumstances; time elapsed since the SIDS death;

demoqraphic characteristics; and maternal ;ttribution of risk to the

ST0%- 1t ing. \

Participants® Life (ircumstances

One  qroup  of  three moth;r—SIUS siblings  demonstrated a  less
anitmated style of interaction with less verbal and tactile stimulation
and  tewer mutual  exchdanges 0f a purely social nature. Intants, as
well, were  less responsive and displayed o smaller repertoire  of
betiaviors.  HOME data provided evidence ot less verbal responsiveness
and involvement with the infant during the course of daily activities.
A variety of age-appropriate play materials were not as accessible to
the infants in these three dyads.

The results show a group of low energy, less involved mothers.
(are tended to be instrumental .and task oriented, giving the appearance
ot less enjoyment between mother and baby. The lack of involvement and
low energy is understandable a: these néthers were overwhelmed with
other problems such as ill family members and financial difficulties.
As well, mothers reported a lack of emotional and physical support fro&
friends and families.

Time and energy are limited resources. Reports by other
researchers support the idea that less favorable life circumstances
decrease the amount of energy and attention available for mothering.

Unger (as cited in Unger & Powell, 1979) found that mothers who

expérienced high levels of stress were less likely to be involved with
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t'b)v "H}?l\mt\ LA measured by the HOME Inventory. Mothera were more

‘.*‘l" .
;“Q .
A , N
oo likely  to be o anyvolved with thelr anfants ot they had emothional o and
& ¢ )
LA, i
..hgw -
Q}{{‘.wﬂua] suppert trom triends and relatives. “
Barnard, and  Lyres (1979) reported mothers with high lite-change
“ . <
*{Eg‘, “ during pregnancy and low psychosoctal assets including negative
teelings about pregnancy, a lack of emotional and phy<ical support and
more (11\rup{'mmx e plans <howed less positive maternal behaviers by
the time thenr babies reached one year of age.  Thewe mothery gave more
-
-
negative messaqes, were more. restractive, gere less anvolved with thear
< mtants and showed Tews adaptive behaviors during feeding {(pp. 109-110).
. .

Time tlapsed Since the ST0S Beath ot the Previous Intfant
, tlapse me . noer rreviot
It- s also possible that dyads with Tess taverable interactions and

home environments were affected by the ~horter p(*rio.(f of time since the
n((im‘re‘nrv of the S10S death.  Two mothers in this group w':(‘re’ pregnant
les< than five months after the death ot the previ'ous infant. [t may
be  that mother<' low energy level and low 1involvement reflect some

depression  and  unresolved griet. Rowe and his associates (19/8)

reported the only factors associated with prulonge%ipﬁgpving reactions

in mothers who experienced a perinatal death occurred‘{with mothers who
had a surviving twin or became pregnant le.ws than five months after the
death. No differences in grief reactions were found for age, economic
status; cause 0% death, presence of older children or the interval"
between the infants' death and the interview.

Difficulties conceiving, based on emotional factors, have been
reported to occur subsequent to the death of an infant from SIDS.

Researchers suggest that wunresolved grief, self-blame, guilt and



pvaavangs about o gbarhithes tor parenthood place at rask, mothers who
have  Tost o chdd to ST, A a result, the environment tor the
subrequent  newbofn may  not o be g healthy  (Mandel)l & Wolte, luzy).
Researc her s -.11\(» report that t took on the averaqge ot 16 months atter
a ST death tor tamily n)(‘ﬂll\(‘r‘f‘ to regain the Jevel ot perconal
happaness expertenced prior to the death (Defrain & trnst, 19/8).

A presented an Table S, the more months that had elapsed since the
BTN of the ST0Y death the more f(dvm‘abl'e‘ were the HOME and NOAES
ccores tor the Gyhdx oo this study. Ot the three participants who
demonstrated as much or more verbal responsavity and involvement with
St -aabhinas as occurred with normal  dyads g two mothers had given
barth  to <ubcequent anfant< 30 or more months tollowing the  ST1DS

s
event . In one ¢ase the 1r1fert was a second SI0S -sabling.  These dyads
also exhibited more adaptive behaviors during feeding than dyads whose
intants were born 10 to 16 months following the S10DS event. The
results Sot this study support the i1dea that the psychological milieu
for the developing mother-infant relationship may be healthier as the

time elapsed since the SIDS death increases.

[t 15 1nteresting to note that as the time interval since the S1U%
death ancreased, mothers not only exhibited more favorable interactive
behaviours but also attributed a greater degree of risk to their
SIDS-sibltngs tham those mothers who experienced the SIDS death more
recently. These findings appear inconsistent suggesting further
research is necessary to determine the nature of the relationship

between time elapsed since the SIDS death, the mother's perceptions of

risk to thé S]DS-sibling, and the guality of the mother-SIDS sibling's

I



mmteractions,

Demographic tharacteristacs

Demographic characterictice of mothers and STDS-<ablings may also
help explain the reason that three of the <aix mother-510% <abling dyads
exhibited more favorable mother-intant interaction.  {(haracterictaics of
dyads obtaining —more favorable <cores on measures of  anteraction
included: Mothers tended to be older and have <lightly more education:
the intanct who died of SIDS was a farct-born male: SIDS-<ablings were
all male and <Trahtly older at the time of data collectiron that 1P
ciblings an dyads  obtaining  less Zavorable  scores  on medsures  of
mnteraction.

The  cumulataive  effect  of  older mothers and  infants  and  more
maternal education, in combination with the longer time interval since
the SIDS  death  of  the previous infant,  may .havv mcreased  the
likelihood ot these three mother-510S sibling dyads obtaining higher
SCOres., (Other researchers have reported lower scores on measures of
home stimulation and maternal behaviour (/]:USF'IHQ feeding for mothers who
were under 19 years and had 172 or less years of education (Barnard &
tyres, 1979}, Infants who are more developmentally mature are also
reported to obtain higher HOML Inventory and NCAF> scores (Barnard,
1978a; Caldwell & Bradley, 1984).

The tendency of dyads ;ith older infants to obtain higher scores on
measures of interaction may, in part, be due to maternal knowledge of
the age at which developmental milestones occur. Based on a study of

the relationship between mothers' developmental expectations and infant

development, researchers found the later the age at which mothers

-



expected habhes to see, hear, be awr e ot wurroundangs and to be 1eddy
A\]

for teaching and verbal  exchanges,  the lower  were the Total  HOM

fnventory scores at 40 80 and 10 months ot age. Mothers with later

developmental expectations tor their babies had Tess education,  lower

tami Ty ancomes and Tecs wocial support during prognanc, (Snyder, byres,

L Barnard, Ya/a),

Although mathers' developmental expectations ot SIDS-<blings were
nel meacured 0o thas research <tudy, U s anteresting to note that
twer of the three dyads obtarnming lower HOMD Jnventory and NCAES Ccores,
mothers telt therr SI0N-<bhings were too youna to be given toys or to
plav., It seeme Tikely that developmental expectations will o ant luenge
mether - ntant anteraction and would be an amportant varvable Lo measure
ootuture studiee.

Y‘_S’} t’rniﬂ /\_t}v 1_{)(17(14(1117 of _RMk to the \I[),\J‘H)_l‘]_yu

Mothers who attributed large risk  to  their SI0S-sablings and
expresSed more concerns  about their infants' behavior, exhibited more
adpalive behaviors during teeding Anteractions  and more  1nvolvement
with therr babires, Some  researchers  suggest 2thdt anxlety and worry
about the anfant may result 1n  a less  positive mother-infant
relationship (Kennedy, 1973; Southall, 1983). However,k 1t is possible
that 1n the case of some mothers in this study, concerns about the
infant facilitated adaptive mother-infant interactions.

Filmore and Taylor {(1976), bésed on research of primigravidas'
infant-care concerns, suggested that maternal anxiety about the infant

has an interest and worry component. The researchers proposed thdt

when infants have special problems, the anxiety component of concerns



v ounhikeldy to damimish, while the anterest component of concerns ought
to agrow and develop along with the child's qrowth and development .
Authors  <tated that an <ome cases, a low level of anxiety in the
mother '« congerns, may be unhealthy and sSRow a detertorat 1ng

mother-child refathionship (p. 24).

.

ATT mothers, regardless of the deqree ot risk attributed to the
ST -aabTang, Yworried  about  the possibility ot SIDS. This worry
reculted anomuch maternal dinstrumental care, if not verbal or tactile

Socral exchanges. It <eems reasonable that mothers of ST0S-<bhlings

<
will worry to <ome degree about the possibility of a STUS event. The
fact that only o per 1000 infants die ot STOS may be of little comtort
to the mother of a S10S-<ibling.

There 18 evidence in this <tudy, that tor some mothers, the anx ety
about S5IDS carried over into daily activities with the intant. More
mothers attributing large risk to infants had difficulty enjoying
changes  n their infants'  development. In  some cases, maternal
concerns  resulted H‘l fewer nmther-infdnt\ outings and diffaiculty
separatinag from the infant. In one case, the mother s<lept in her
intfant’s room so she could change his position if he aroused during the
night. In another case, a mother who worr&ed about the sleepiness of
her infant, exhibited stimulating behaviors during feeding which were
intrusive and inappropriate to the infant's state. The HOME Inventory
and NCAF Scale measure only understimulation. However, there are some
indications that overstimulation and inappropriate stimulation outside
of the feeding context should also be measured in future studies of

L]

mother-SIDS sibling interaction.



Miferences f%(‘tWt‘erth(‘ Study and Normal ,\amph‘\ on Interaction and the

Infant '« Home [nvironment

In comparison to the normal sample, mother-5100 <abling dyads were
inclhined to be less sensitive to intant cues and more restrictive. The
quality of <ocial-emotional <upport and cogmitive stimulation was less
favorable tor mother-5105 siblings than for a group of normal dyads.
In thiv sectron, specitic differences between the study and normal

samples are examined and possible explanations are suggested.

In comparison to a normal <ample of wmother-antant dyads, mother< of
STON-blings were sagmificantly less sensative to thear antants' cues
indicating hunger, <atiation .(md a readiness to interact or disengage.
This was particularly so for the three mother-510S sibling dyads who
expressed cancerns about their Tife circumstances such as unemployment
and  Tinancial  difticulties. Interactions between Tlife <tress  and
aspects ot the mother-infant relationship have been  reported by
researchers., (rnic, Greenberg, Ragozin, Robinson and Basham (1983)
measured  the effect  of stress and social support on mother-intant

qwrd(‘ti(m, using the same conceptual categories as the NCAF Scale but
during a teaching, rather than a feeding situation. The only subscale
significantly related to stress was the Mother's Sensitivity to Infant
(ues. Mothers reporting greater life stress were ‘rated as less
sensitive to their infant's behavior. When other life stresses are
superimposed on the care of a new infant, it 1s understandable that
O

Uther researchers have reported that most new mot'(érs initially

energy available for attending to infant cues will be less.



expericnce 4 certain degree of uncertainty about the anfant’'s cues and
their meaning (Shereshefsky & Yarrow, 1973). Sander (19/6) identified
several  issues  in the  early  mother-child  interaction  from a
longitudinal exploratory study of 22 mother-child dyads from birth to
three years of age. A central dssue in the first /2 to 3 months of Iife
concerned the appropriateness of maternal responses to the cues the
baby qdave of his state and needs (p. 130). In this early period of
infancy, a mother i< attempting to surmount the anxieties of providing
an environment adequate to sustain the lite of her anfant.  Once the
mother has accomplished this task, the dyad becomes more involved an
the task of developing reciprocal sequences ot intercharige.

This information raises another possible explanation for the less
favorable scores of the study sample on Sensitivity to Cues. U seems
plausible that infants who require special  care may render more
difficult the maternal task of identifying and responding appréprldtely
to intdnt behaviors. Results of studies on mothers' concerns about
infants with special problems such as heart disease, indicated that

learning to differentiate normal behavior and behavior associated with

illness posed a special problem for mothers (Pinelli, 1981; D'Antonto,

1976). Although SIDS-siblings are not 111, mothers in this study

tended to search for infant behaviors such as breathing, activity and
reqularity of sleep patterns that would confirm the SIDS-siblings'’
health and well-being. hhen maternal atfention is focused on infant's
breathing and physical states, there may be less likelihood of

attending and responding to the social cues of the infant's behavior.

Comments about concerns related to infant behavior and care also

N



revealed o tendency tor mothers to burld cdregiving anterventions on
the basts of memories of the previous infant and information about
SIS, While these Interventions may provide a mother with some senst
of control over the life of her baby, mothers are also acquiring
knowledage  about the  intant. Some  mothers in the sample acted on
boliéf\ that  travel, developmental changes in  <leeping and  eating
patterns  or Jess  intant  responsiveness torewarned a  possible ST
event . These mothers may have fewer opportunities to learn aboul the
1nfqnt'\ responses, the meaning ot those responses under ¢ varlety of
circumstances and the intant's ability to adapt to change and different
environments, According  to  Sander  (1976), the dimensions ot an
infant's  organization can  remain unknown to the mother for a
considerable time 1t she 1s not perceptive of the cues supplied 1n his
behavioral feedback to her (p. 131).

The Quality of Stimulation 1n the S5IDS-51blings' Home Environment

A1l mothers of SIDS-siblings provided much instrumental care during
the course of daily activities. SIDS-siblings were kept in constant
visual and guditory range. Mothers were observed to frequently check
infants' breathing by observing the face or placing their hand on the
infants' chest.

It seemed likely that this type of proximity would increase the
frequency of some developmentally positive interchanges between mother
and SI0S-sibling during the course of daily activities. In general,
thisAwas not the case in comparison to the normal- group as measured by

-~

the HOME Inventory. Perhaps when mothers are attuned to the physical

well-being of the infant, stimulation through auditory and visual

. v
- 't



exchanges becomes tess of g priority.

Of particular interest s the <ignifacant difference 1n favor of
4 N . .
the normal group on the HOME subscale, Avoidance ot Restriction and
Punishment . Hayes  (1980) reported Avoidance of Restriction and
Punishment as the HOME subscale most predictive of later cognitive
development in a qroup of premature infants. Perhaps this conceptual
cateqory s adentifying a tendency of mothets to be more restractive
when they perceive their infants' life i< at risk or have infant<s whose ©

physical status requires more than usual baby care.

The Home Monitoring Experience
Mothers' reports about the hpme monitoring experience were similar
to repor;ts of other researchers, particularly with respect to aspects

of soacial support and the dapnea monitor.

Social Support

Five of the six mothers expressed a COnCe;h about Tocating reliable
habysitters. Difficulty finding babysitters was reported in most
studies concerning the impact of home monitoring (Black et d].,‘%@/é;
Catn et al., 1980; Wasserman, 1984), as well as studies lookfng at the
Zmpaﬁf“sn family life, of caring for a chronically-ill child (Aradine,
1980; Willis, 1983). Similar to a report by White and Dawson (1981) in
a study of families caring for at-risk infants, it seemed that some
mothers of SIDS-siblings in this study, not only had trouble finding a
reliable babysitter, but were also very reluctant to leave infants with
some one else, even if they were trained in monitor management. In

some instances, mothers of SIDS-siblings were hesitant to leave the



intant with the father. /

-

-~

Reva Ruban (1984) notes that for the new mother, a babysitler is a
surrogate who values the anfant, knows the infant and can watch with
eyes and (’m“‘.‘f(»r what does not occur, such as breathing, as well as
what does  occur  (p. 125). It 15 understandable that moethers  of
STha-siblings will have more ditficulty trusting another person, no
matter how reliable, to f,u*,tdlr)\tm' Itfe ot thelir baby.

RKeaardless  of  the (10(1?‘63“: of ridk attributed to SIDS-sablings,
mothers reported nadequate phy<ical and emot1ondl support.
Kesearchers wh(\; looked at the impact of caring for a child with special
needs,  dalso reported  parental  teelings  of  emotional  and  social
1solation.  White and Dawson (1981) reported that families with 1ntants
requiring spectal care got out less frequently das a couple, telt Jess
close as a family and had the least help with the infant.

Mardiros  (1982) wused an ethnpgraphi(, approach to explore the
experience of 17 mothens (:arir;g; for physicaily handicapped children.
Although this was a small sample, the lack ot consistent support trom
friends, spouses ard professionals was a noticeable feature of the
sources ot stress expressed by mothers. |

Wasserman (i984) conducted a longitudinal study with families using
the home monitoring intervention. Similar to the reports of mothers in
this stuedy, subjects in  Wasserman's study reporféd feelings of
isoltation related to- the reluctance of family and friends to visit
because of fears that "something might happen" while they were present.

Researchers report that some situations such as pregnancy and
é

parenthood evoke a great deal of spontaneous support, while other
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V«,ltnmtwn& mvolving grief work such as the death ot an anfant or tm.*
threat of death evoke much Tess support (Helmrath et al., 19/8; Quint,
1963) . There s dalso evidence to sugyest that support 1o anticipation
of a stres<ful event 1s more difticult to provide than support during
or foltlowing a stressful event (Norbeck, 1981).

Adaptive maternal behavior is influenced favorably by the mother's
perceptions of her social support and others' \resporisos to her an her

‘ 1
role (Mercer, 19815 Russell, 1974).  Barnard (1981a) reported that
maternal involvement with the infant was correlated with the mother !
report of whether her needs for emotional support were met.

Doubts about the ability to care for a baby on a monitor have been

reported (Black et al., 19/8; Wasserman, 1984). Results of this study
indicate that mother's perceptions of others' responses to herselt, her
S SIDS-sabling and  the home monitormg intervention may be a factor
intfluencing the experience of mothering a 5105-sibling on an apnea
monitor. Mothers may need assistance to find ways of approaching
intolerant or well-meaning but nnsinfdrmed friends and relatives. As
wéll, a question arises as to the impact of a SIDS death on relatives
and friends.

The Apnea Montior

~

Participants in this study felt the monitor helped them relax,
sleep at night and feel more confortable with their SIDS-siblings. At
the same time, i1t was apparent that the relationship with the monitor
was an ambivalent one. Mothers were -thankful for the monitor but
wished they didn't need it and at the same time were apprehensiveéabout

giving it up. While the monitor is a source of ‘comfort, it is alsg a
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Constant  reminder  of  the possaibilaty  of  STDS. A question arises
concerning the extent to which the presence (7f the monitor aqgravates
the reoccurrence of grief with the bhirth of the subsequent 5T0S-<ibling.
The paintul nature of the decision and process of discontinuing the
mongtor was evident from the reports of mothers in this study and i
cupported by statements from others (Babkirk, 1981). Wasserman (1984,
reported that  pre-existing prgblems worsened 1n families after the
\
) N . 4 :
monttor  was  drscontinued, resulding in g high divorce rate (43%).
. \
Families who <howed poor \(‘]f—((mfl\q(‘ll('(’ were particularly vulnerable
to datticulties discontinuing the maghitor.

Unlike reports trom other r‘t"l/t’dr‘(,hers (Black et al., 1Y/8; (ain et

al., 1asg)

)

mothers in this sample reported few problems managing the
technical aspects ot home monitortng.  This mdy, 1o part, be due to
more recent ) bhetter home monitoring equipment and the dval’]abillt_y;.()f d
home monii()ring program. few participants reported interference 1n
daily activities such as outings or household activities.  When
ditticullies were reported in these areas, ‘they arose from fears dabout
what was o safe octivity for a SIDS-sibling, rather than from the
technical aspects of managing an infant on an apnea monitor. The fact
that SIDS-siblings in this study were not usually monitored during
waking hours, may account for mothers' reports about little
interference in usual dailly activities. Mother-infant interaction and
the stimulation available to the SIDS-sibling were not directly
influenced by the monitor. Mother—in%ant activities were not curtailed
because the infant was on a monitor, but appeared to have more to do

with fears about SIDS.
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[n summary, while the presence of the monitor was a source of
comtort to mothers and qenerally did not interfere with aspects of
datly living or mother-infant activities, the monitor 1s also a
constant  reminder of  the possibility of  STDS. This  reminder may
contribute to onqgoing grief reactions. As well, others’ negative
responses may influence maternal confidence and hence the mother-infant
relationship. Further  research s .nc(;esxdry to  determine  the
individual contributions ot the apnea monitor, the loss of an infant

trom 510% and social support to the experience of mothering a S10S-

sibling on an apnea monitor.

The Loncepteal Model

The conceptual model wused 1n this study, 15 the (hild Health
Assessment  Interaction Model and is shown 1n figure 1.  The largest
circle represents  aspects of  the <’r|vir;<mment. The <smallest circle
represents the characteristics of the SIDS-sibling, and the remaining
circle represents the characteristics of the mother. The overlapping
areas of the circley depict the interactive effects that may occur
between the mother, the infant and the environment.

The results of this study confirm that characteristics of the
mother, infant and environment influence one another. As can be seen
by results presented in Table 11, low child and parent scoges occurred
together; whereas when parent scores were high, child scores were also
high. These results support the idea that the NCAFS instrument
msasures interactive behavior based more on reciprOC91 adaptation than

s

on consistent characteristics of the partners.. Similarly, as preésented

—
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o table 4, dyads who were more agdaptive during teeding interactions,
al<o obtained more favorable as<essments of the qua‘l\lty of €timulation
avdallable to  the antant  in  the home environment . In particular,
/
{

cources of animate stimulation were less availat?le to SIDS-sablings in
\
cases where interaction scores were less favorable.

Perhaps the most advantaqeous aspect of the Child Health Assessment
Interaction Model 15 that it demands the researcher>pay attention to
the complexaty ot 1ife  circumstances, maternal  beliets and  past
experiences  that  will anteract  to  determine  the  status  of  the
mother-1ntant r(*ldtl(mxh‘i\p at  any point In time. Because of  the
complexitly ot tactors that may influence interaction dH.(l the  home
environment . early assessments are not necessarily interchangeable with
later assessments.  However, at any stage of the infant's life, the
presence of an organized predictable  environment with involved
responsive caregivers and reciprocal mother-infant behaviors, 15 an
indication of the potential for the ongoing development of an adaptive
mother-infant relationship.

Maternal attribution of risk to the SIDS-siblings  and  the

~
Jnterventions mothers created for the safe care of their infants could
be explored in more depth with the use of the Health Belief Model.
According to Chaﬁpion (1984), with use of the Health Belief Model,
. A

behavior can be explained as resulting from an individual's views of

the following four concepts: - ~

-

It

1. Perceived susceptibility or the likelihgod of experiencing a

potentially harmful condition.

*



Percerved <seritousness or how threatenaing the condition s to the

person,

1. Perceidved benetit  of  the effectiveness of  specitac behavior in
reducing the threat of the condition.
4. FPercerved barriers or the nedgative aspect (){ the anticipated

behhavior to reduce the threat .

These  concepts may  be potentially valuable in tuture <tudies tor
examning some ot the perceptions and behaviors ot mothers towards
therr STDN-oblings .

In  summary, the results of  this study help to contirm the
usbfulness of  the (hild Health Assessment Interaction Model  for
vxp}aininq ibﬁera(tivv influences on mother-infant interaction. The
concepts used 1n the Health Beliet Model pay be useful for determining,
more specifically, the ivfluen(e.of maternal perceptions of risk to the

SIDS-sablang on maternal behavior and hence to mother-S10> sibling

relationship,
tonclusions P

In general, mothers of SIUS-siblings in  this study were as
responsive to infant distress aﬁd provided as much social-emotional and
cognitive stimulation during feedings, as mothers in the normal group.

~ However, in comparison to normal dyads, mothers of SI0S-siblings were
less 's-ﬁu_sitive to their infants' social cues during feeding, and
provided environments that were more restrictive and less* favorable in

terms of the total social-emotional support and cognitive st‘imu]dtion

ovatllable to the infant. SI0S-siblings were generally as responsive as

.



tanto o an nergal dyads and exhabated a0 varaety  of o Communicat von
crtenala and cooral cues tar thetr aqges.

Un closer anspection ot the SIBS-aObTing cample, two protiles of

) <
mether canfant interaction and the <timuglation an the home envirgnment
+

cimerqged. Une group ot three dyads were characterized by less favoratle
heds and ameunts of  ctimultatron during the course ot daily lite and

»

tewer  soct1al exchanges during feedings; while three rematning  dyads

wer e characteriyed by more maternal iovolvement and verbal and tactale
)
exchanaes both dos vng and '(H)t‘\l(:t‘\‘(\f the fteeding o l‘t U(“H)rl.

It seems that oo thas sample, close proximity between mother  and
St eaaablhioa did s not s necessartly  anduce  developmentally  positive |
chanaes 1n the meother-infant anteraction.  Factors suc h‘a\ attr #utron
of large i<k and  concerns about intant  behavior,  <showed  more
cumsistent patterm in terms of maternal responsivity and involvement
with the 1ntant.

Several tactory may have accounted for  the more  tavorable

L
interactions exhibited by three of the six motherf%d[)b sibling dyads.
The<e  factors characterizing dyads obtaining more favorable scor .
inc Tuded:
1. Mothers tended to be older with slightly more education.
2. Mothers were slightly more experienced with monitor management .
3. The SIDS death occurred with the first-born male.
4. 510S-5iblings were all male.

;

5. SIDS-siblings were slightly older at the time of data collection.
6. Mothers expressed fewer concerns relating to finances, employment

and health of other family members.



More time had elapused since the ST death of the previous infant .
.0 Mothers attributed o areater deagree of vick to the STON <ablings.

Maternal  attribution of darge risk to their SHDS-<iblings,  the
tendency  to view <ome infant <leep activity behaviours as potential
hie-threatening  events, and  interventions tor  the care ot the
Sis-<abling created on the basi< ot memories about the SI0N death were
reminiscent ot the grieving process. It owas expected that as the time
interval <ince thg ST0% death ancreased, aoothers would attribute lees
1ok to  SIOS-<ablings and exhibt more favorable Imteractions.
Althouah muthm‘v\I[)‘.I\.lt»]m<1 dyads obtarned more tavorabile mtm‘mtu;n
scores as the time elapsed <ince the S10S death incredsed, these sane
dyads attributed a areater degree of risk to their SIUN-siblings than
dyads who had experienced the ST0S death more recently.

Factor< in which no patterns emegqed in relation to attrabution of
risk or the separate profiles on interaction and the home environpent
¢ luded:

1. Maternal confidence Vm the accuracy of monitors.,
2. The severity and frequency of monitor alarms.
3. The hours per dgy of monitor use.
B
4. The proximity 46f anniversary dates to the E)me of data collection.

Many areas for further research concerniﬁq the impact of the S10S
death on mothers and subsequent infants have emerged from results.
Some of these -research areas include:

1. The length of ‘the grieving process and the extent to which grief

reoccurs following the birth of the subsequent 510S-sibling.

2. The influence of time elapsed since the SIDS /death on maternal



perceptrons of the  SUS-<abling  and  contaadence n parenting
abilities,

1. The extent to which the use of the monittor agqgravates or eases
arret reacthrons whach may occur an antrcipation ot the loss ot the
subcequent STRS-<ibling. ~
Mothere' descriaptions ot their Tives, underscore the exhausting

frature ot the worries, tears, danxteties and i1solation experitenced with

the Toow ot an antant and care of g cubsequent STDS-<ibling on home

monttor 1ng. In general, at appedars that tactors related to the Sibs

death contrabuted to the mother-410% <ibling relathonship as much or
'

poscably more than the home monitoring experience. While the presence

of the monitor is a reminder of the possibility of S1DS, it is also a

Csource ot comtort oand  reassurance  to the mother. The  1ndividual

contraibutions of the SIDS death) home monitoring and other factors to

the mother-5105 <sabling relationship cannot be determined from this

study. ‘turther research 1s warranted.
Limitations .

(aution 1n viewing the results of this study 1s advised. While the
data presented may suggest factors such as maternal attribution of
risk, grief reactions, time elapsed since the SIDS event and previous
child care experience have affected the adap‘nve mother-S1DS sibling
relationship, no cause-effect relationships can be assumed. DNue to the
small sample size, these results should not be generalized beyond the
group to which they apply. "In order to ident;fy the individual

13

contributions to the mother-infant relationship of home monitoring,



Tosa ot an antant, and, other factors, a more controlled <tudy would be

necessary.  The limitations of this <tudy are as follows:

I. The wample was voluntary and small an size.
The vtuhmty and reliabibity of maternal attribution of risk and
reports about aspects ot home  monitoring dare Timited by
participant<' insight and willingness to verbalize their thoughts,
teelings and perceptions.
boowledae ot participation an o <tudy may have intluenced materndgl
behavior and responses.

4. The anternal consistency of the HOME Ionventury and N(/\Pf‘ were not
determined from the data obtained in this study.

S, barly HOME Inventory and NCAFS assessments are not necessarily
interchangeable with later assessments.,

6. The reciprocal quality of dnteraction during teeding does not

necessarily reflect the quality of interaction in other contexts.
Nursing Implications

Generalizability of the study findings are limited because ot the
small, non-random sample. Implications must be considered in view of
the lTimitations and, at this point, are not generalizable to a larger

,~— bopulation.
/N

Implications for Nursing Practice

The role of the nurse who is part of an organized support system

for parents caring for infants on home monitoring, 1Hc1udes {(McElroy,

Ruginis, & Shaefer, 1979): 4/

1. The provision of accurate information which is timely, sensitive
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and relevant o
. The prL»vnmn ot emotional <upport based on accurate under<tanding

ot the stresses that may be encountered under o varilety  of

clrcumstances.,

to The <trengthening ot parents' problem-solving skills and coping
strategies.

A0 The mobilirzation ot potential helpers who can respond sensalively
and provide parents with temporary reliet .

S. The early adentiatarcation of tamilies experiencing stress which e
greater an dearee and lasts Jonger than usual and who may require
addatronal support and redssurance to manage diftarculties
(Favorito, Pernice, & Ruggivro, 1979).

t. OUngoang assessment and intervention aimed at promoting synchronous,
reciprocal 1nteractions, enjoyment of the infant and an environment
condug ve to normal 1nfant development.

What 1S most stgnificant about the area of parent-infant
relationships, 1< that symptoms do not alwdays exist as a stimulus to
seek help.  The nurse 1n the community or home monitoring program may
follow the mother of the SIDS-sibling during pregnancy, ‘thr()ughout the
home monitoring experience and for a period of time following
termination of the intervention. Moreover, she is frequently present
when members of the family are together and can actually observe their
interactive behavior. She- perhaps has the broadest contact with the
mother and her human and physical environment.

The findings of this study indicate that sdme mothers needed

assistance to interpret the meaning of their S1DS-sibling's behavior.
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Nur<es are inoa position to provide some structured interventions to
help  mothers  "s<tep back™ from the details of the S10S-sibling's
behavior and look, instead, at patterns and the variable meanings of
those patterns.  tor example, Fhrough the use of anticipatory quidance
about infant developmént or having mothers keep records of infants'
sleep-activity patterns, nurses may provide information that will
decrease  maternal  anxiety and  offer  alternative explanations tor
changes an anfant<s' behavior. Discussions about the SIDS-sabling's

y
behavior aftords opportunities to clarify misinterpretations.  As well,
the nurse (én validate parents perceptions about their infants, thus
helping mothers to  become more confident 1n their own parenting
skills. As  mothers discuss their SIDS-siblings with an  active
Iistener, 1t provides a means of confirming perceptions about the
infants' adaptability. Such discussions may be particularly important
when planning to discontinue the monitor.

.

Because doubts about parenting abilities may arise when mothers
have experienced the unexpected death of an infant, opportunities to
discuss ordinary baby care such as feeding or dressing for outdide
weather may be reassuring and promote the comfort of the moth in her
role. Mothers who experienced the SIDS death of their first-born may
be in particular need of opportunities’i& discuss infant behavior and
care.

The greater-than-anticipated willingness of participants to discuss
areas of their life that might be considered sensitive and painful,

even months into the home monitoring experience, is a clue that nursing

support shodl include frequent opportuﬁi??es to discuss painful

~



memortes  and present  fears  oand  anxieties. Results  of  thas <tudy
indrcated that mothers ot SIDS-siblings were in more need of support
during the tollowing times:

1. When STDS-<ablings were 311, »

Joo During  the early months when  mothers know  SIDS  occurs  more

trequent ly.

Ao Anmiversary dates related to the previous infagt.
A ’
4. When planning to discontinue the monitor. \
ho Durang developmental  changes, particularly anvolving <leeping and
teeding patterns.,
. It the anfant experiences apnea requiring intervention.

Comments  from mothers indicate” when events with the subsequent
mnfant were <idmitar to events that occurred prior to the S10% death),
maothers experienced more distress. For example, the mother who arrives
noemergency with a S[DS-sibling who has developed a cold at exactly
the same age as the previous infant prior to death, is understandably
upset.  In such a situation, the mother's concern is ant Just dabout an
infant with 4 cold. Certainly, i1t suggests that questions need to be
asked by .hedlth-care professianals to identify the psychological
implications of mothers' concerns about SIDS-siblings, as well as
SI0S-siblings' physical health and well-being.

Because of mothers' perceptions of avoidance responses by others
toward SIDS-siblings, it might be Jmportant to touch or hold a
S10S-sibling frequently, during any nursing visit. Time spent with the
total family, {E]atives and friends ’of the fami]y. may help to

facilitate their understanding of the monitci and SIDS. Visits made



134

when friends are present may al<o provide an opportumty for mothers to
Tearn  ways  of  explaining  home monitoring  and answering  others!
questions.

Some ot the fandings in this study aindicate that mothers provided
much anstrumental care to SIDS-siblings but some were inclined to pay.
more attention to the technical aspects than the social nature of
caregiving situations.  Because S10S-siblings are closely  supervised
and  watched, mothers are in a favorable <ituation to enhance  the
tntant's development through play and other soc1dal exchanges . Nur e
should be aware of the importance of reminding mothers of opportunities

-
for promoting the intant's development during the houry ot Close
supervision,

tmphasis should also be placed on the value of time awdy from the
intant and the value to the 1intant of contact with other adults,
including the father. Ways of helping mothers to increase the number
of people available for providing relief ftrom infant care, would seem
to be o priority for mothers in this group.

Mothers who had many problems related to life circumstances and
were less energetic and involved with their infants may require a
different set of nursing interventions. In these cases, maternal
involvement with the SIDS-sibling may depend less on information about
infant development and behavior and more on helping mothers to mobilize
potential helpé&s who can provide physical and emotional support.

‘ﬁ; Because mothers wused information about SIDS to help determine
caregiving interventions, ircluding times to worry about  the

SIDS-sibling, it may be imporcant to ensure that mothers have accurate



information about 1040 For example, one mother in this study thought
that the rate ot SIDS tor the econd child increased from 171000 to
17500,

Like all babies, the STOS-sibling will outgrow the risk for $10%.
When  parents perceive the anfant is vulnerable, then hope for the
child'< survival may involve wishing dawdy time that might rather be
spent without the uncertainty and anxiety of a lite-threatening event.
Anxtety about the future can interfere with the ability to capture the
enjoyment  of an dmmediate  moment. Feedback  to parents about  thear
infant s <ocial behavior, developnental advances or responsiveness to
the parent, can cue parents into those interpersonal moments to be
enjoyed Tand rveinforce their capabilities as parents. Nurses have a
role an all health care settings with reference to promoting the

’z
parent’s and anfant's abiiitties to mutually enjoy time together and
establish a relateonship that will support the infant's health, yrowth

and development .

Iﬂu@ications tor NursirgLyesedr(h

The results ot this study have implications for turther nursing
research.  Some areas to consider for research incliude:
I. The 1mpact of a SIDS death on relatives and friends of the tamily.
2. The effect of sociel support, including nursing intervention, on
the mother-SIDS sibling relationship.
3. The impact of home motritoring and loss of an infant due to SIDS on
the father-SIDS sibling relationship.
4. The length and extent of grief reactions following the S!0S death

and with the birth of the subsequent SIDS-sibling.

\

Sl
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HoooThe long-term relative  contributions  of a4 SIDS  death, home
monitoring, Tife circumstances and social support on the
parent-child relationship.

6. Stres<ful  points during the home monitoring experience with a

O oTDS=sibling. a

;thwxnﬂu* nursing contact with parents du:ing the home monitoring

experience 1o trequently done via the telephone, nursihg intervention

studies might  includ®  the eftectiveness of various role cues  and

information given to mothers over fhv phone tor promoting adaptive

mother-intant relationships and influencing the edse  of  the home
. ‘ ‘é \b‘ N

monitoring vxpm‘kem THi% type ot study may be particularly relevant

for families 1n rural dareas.

Recommendations

IPr]or to recommending specitic changes in nursing-care of families
with 5105-s1blings on the home monitoring intervention, « <imilar study
shou l_(l kt)e conduc ted. The tollowing recommendations are made  to
Increase the generalizability and specificity of results:

1. A larger sample size.

2. The use of a control or comparison group such as a matched samp le
of mother-SIDS siblings not using the home monitoring intervention.

3. The refinement of questions to determine more specifically, the
contribution of maternal perceptions of the S]DS-sibling on the
mother-infant relationship.

4. The use of previously tested instruments to measure such variable,

as social support, 14{e stress and the extent of grief reactions.
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-
N

Lo A Tongrtudinel method to determine the stability and (Hff(’rt‘nnx i
the mother-510% <ibling nteraction in (1iffer‘erllt contextsy  and
durina ditferent point< in the home monitoring experience.

. The measurement  of  variables to determine more completely, the
contrabution ot the  SI0S-sibling  to  the ongoing mother-child
relationshap. These  varitables could include  such  measures  as
mtant development, intant temperament dnd the predicatabliiaty  of
totant ‘v Cleep-activity patterns.

Mothers who were receiving ongolng care trom public health nur e
found this support  very helpful. [t is further recommended that g
reterral  to publac health  nursing - be  made  tor  mothers  with
STDS-sablings  on home monitoring. Ay well some mothers felt their
mmithel expertence with home monitoring may have been easter 1t they
had  received anformation  about  the apnea monitor during pregnancy
rather than following the birth of the SIDS-sibling.

Eecause the infant and parent are a system, then=d health concern
related to the infant must atfect both parent and infant and  some
aspects of the time they spend together. Based on the assumptions
that: {a) parent-infant interaction evolves and changes with life
circumstances and (b) the impact of stressful circumstances on the
infant and parent will be reflected in the qu‘ality of their
interaction, it is believed that any research on the impact of home

monitoring should, 1in part, focus on the parent and child as an

interactive system.
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o

Intformation About HUME Monytoring

Date of previous anfant's death ) S
Age of previous intant gt death o
Birthdate of deceased antent /

bDate home monitoring was bequn
with <ubsequent nfant

Dates ot apneda or bradycardia epirsodes requiring stunglation or

(PR to terminate .

Intervention

Nature and Date ot Incrdent



1o,

I

N

Intormation About Fann ly

Marital Status: Single Mdrr‘lt’(l\
Widowed Mvorced
Date of birth: Mother
Father

Gther chaldren an the tamily:

X ) l)_dkt‘(’r 7()f_ ‘Hilert h

Present Uccupaton:

Pather :

Mother : @
Y

«

Years ot Scheolina:

Father
Mother :
thghest academic level: Mother

Less than High School

High School diploma

some College/University

College/tnivesity Graduate

Father

{

a0



1/.

}jgjqﬁ@tlun Abuu} :ﬂl@lfﬂp]lﬂﬁ

\
bate of Bairth
Aye ot

Welght of intant at

Premature :

[ntant 1<

Do you have any concerns about

Do you have any concerns about your infant's growth or

infant when home monitoring began

birth

Yes - NoO

Breast fed

Bottle fed

On sold tood

your intant's teeding?

\\
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~ development?



Yo Whach category best describes your thoughts about the
your antant having an episode ot apnea or bradycardira?

No hance

STight chance .
Moderate chance

Larqge change

P9, Whach cateqory  best  describes how  confident you are

momitor feedback you receive s accurate?
¢

L. Mot confadent an the accuracy of the monitor
JoooShightly confrdent in the accuracy ot the monitor

. Moderately confident an the accuracy of the monitor

4. Very confident in the accuracy of the monitor

1%7

chance ot

that the

JO0 0 How trequently (per ddy/wvvk/rmmth)‘Uo you communicate by phone or

N person with:
frequency Phone
a) @ home monitoring buddy
O) @ comnmunity health nurse
) 4 staftt member ot the
home monitoring program

(nurse or doctor)

d) a member of the SIS group

In Person
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Interview Guide tor Home Observation

The wpecrfac wording ot these questions 18 based on the strateqies
and approachs o recomnended  an the HOME Tnventory Manual  ((aldwell &
Snyder, Nede 5.

We ~are anterested an knowing the kinds of things your baby does when

he/<he 15 at home. A qood way to get a picture of what hisv/her days
are ke s to have you describe a typical day for your child--like
yesterday, 1t that was typical.  Just <tart from the time he/<he wakes

upand  tell me  all of the thingy he/<he does, the thing. you do
together and something about hais/her routines .

Frobing Questions tor Specifac [temat

[ter. /--Mewwiness

Some  chaldren ke to play with things that are messy such as mud,
waler or food.  Does your (h1ld ever want to do this kind of activity?
Uo you have any specral rules or quidelines tor your baby and play that

-

1S ngssy ?

Tter Tho - 1}\117;('

What works be<t for you in terms of hi< or her discipline at this age?
Ho you ever need to physically punish him such as slapping his hands?

If Yes: About how otten per week would you need to physica]]y punish
him/her?

[tem 19--Pets

, Do you have any pets in your home such as dog, cat, bird, fish, hamster?

-

-

* The order in which these questions are asked may vary to
accommodate the flow of the conversation.



Jo0)

AochTd as voung cas ) oftten ties a mother down. Do you manage to have

some time away 1n the daytime or evening!

It Yes: Who takes care of "X" when you are out?  (an you usually ¢ount
on hmzher or do o you have o difterent person each time?

[tem B 1- ~brocery Store

Dooyou and X ever have the chance to go to the qrocery store together ‘e

N\

It Yeor  About how oftten would you be able to do this activaty together s

[tem o-Out inage
Do you ever have an opportunity for time outside of the house with X
for example, 10 the backyard, 4 walk, or visits to the nelghbors ¢

It Yeo: What kinds of activities do you do outside of the house?  How
often (per week or month) would you have an opportunity for
these activaitaen?

ITtem Z23--Doctors Visate
A SRESALA TR LA L .

How otten does X viait the doctor or the conmunity health unit

Jtem 24--Place tor Toys

Are there any special arrangements for where X keeps his toys?

Item 36--Household Chores

Getting household chores done can be difficult when you have small
children who need a lot of attention. How do you arrange things while
you are doing dishes, laundry or housecleaning? Is X usually asleep or
on the monitor in another room or do you find yourself conversing with
him/her while you are working around the house?



What are come ot the things that X 1< Jearning to do at this age:s  Have
you been able to help hm learn any of these new activitaies: What
kaind< ot things do you do that help?

[tem 38 --Investment an

"Maturing Toy«"

o you ever have o chance to <1t down and play with X7 What kaind. of
things do you do when you play together? How does X usually qet
started playing with a new toy he has never seen before!  (an you help
hone get anvolved with the new toy or does he figure 17U out hameet s

[tem 39--Structuring F’la‘y Perrods

N

Une day-to-day basis, how does Xoqget started playing with oo toys?
Do you soaetimes fand yourselt <atting with him or does he get started

on his own'?

[ter a0--Proy 1des (hal lej_lxiljvi Toys

How do you usually decide what kinds ot toys to select and otter x at
his age? What are some ot your quidelines?

[ter 4l--Care by bather

e X'« tather able to do any of his care during the day or evening?
What kand ot care does he do and about how often?

Item 45--Number 0f_§29£§

Does X have any books of his own?  How many?

Item 47--Reading Stories

-

Does X sometimes like someone to read him a story? How often would
this activity occur?
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[tem  43--Mea l_ _/\Vrr‘ianiv»nwntrx

How do you manage meal times at your house? Do you feed X at the table
with the rest of the family or does he usually eat his meals sepdrately
at another tame?

[ ,t;"f”,iq,‘f_R_“,] at tves,

How often do relatives come to visit your family?

1

It ems Ll —»}_dr-’- IQ)//\

['moanterested an seeing some ot your baby's toys, where he heeps them
and some of his favorite things to play with.

[t toys are not avarlable tor viewing:
What kinds ot toys or dtems n the house does your baby Tike to play

with? -

and Y

I have o list of things to play with that some mothers have provided
for their children. Which of these things does your baby have and can
you add anything to my list?

(See Ttems 26-34, Appendix 2)

Item 11--Response to Praise

Find one or more occasions to praise some characteristic of the baby.
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As part ot the anvestigation about infants on home monitoring, | would
like to know more about the number of monitor alarms that occur and

your thoughts about the reason tor these monitor alarms.

On the sheets attacked to this form, please keep a daily record of each
twme a monitor alarm occurs, with the exception of the alarm  that
occurs when yeou are attaching your baby to the equipment.

Un the sheets provided, there is a spdce tO:D]dLOZ

1. The date of the alarm

Z.  The time ot the alarm

3. Whether the alarm was continuous or intermittent

4. A check mark under the cateqory which best describes your thoughts

about the reason for the alarm.

Reason for Alarms

Apnea--check this cateqory 1f the alarm occurred because the baby was
not breathing adequately.

Bradycardia--Check this category if the alarm occurred because
baby:s heart rate.

tquipment--Check this cateqgory 1f the baby was okay and the alarn
occurred because the equipment was not working properly or needed to be

readjusted.

of the

Uncertain--Check this category if it could not be determined whether
the aTlarm occurred because of the baby's breathing and heart rate or

the equipment.

1]

Keep your record and I will pick it up during our last scheduled visit.
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STUS Saiblings on Home Monitoring:
A Descriptive Study

Nurse Researcher: Sherry B. Hayward, R.N., B_.S .N.
Master's Student
Department of Nursing
University of Alberta
Phone: 433-0152 (tdmonton)
249-9633 {(alqgary)

understand that | am betng asked to participate 10 a nursing study to
IM more about the expertence of mothers and intants who are using
wme monitoring intervention. '

[ am wrlling:

1. To discuss iy infant's datly routines and schedules and how
he/she 1s growing and developing.

O To have the nurse researcher observe me in my home on two
separate occasions while I feed my tnfant.

3. To provide some information on family bacﬁqround (e.g., dates
of birth).

R 4. To keep a daily record for four weeks, of all monitor alarms
and the reason the alarms occurred.

[ understand there will be four home visits over a four week period
including:

i. An interview to discuss family background information (30
minutes)

2. An interview with me and my infant to discuss my infant's
daily routines and development (6('71nutes)

3. Two visits to observe my infant while he is being fed (30-45
minutes each from the beginning to the end of the feedfg)
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I understand that:
I. [ may retuse to answer any questions.
I may withdraw from the study at any time withoul penalty.

3. Information obtatned by my participation will be <trictly
contidential.

4. The tfamily members will remain anonymous n dany reports  or
publications.

Y. ATT ddentifying information will be destroyed tollowing the
completion ot the written report.

b. There may not be any direct benefats to me or oy tamily by
participating an this study.

AR Ihe nurse researcher will have access to my intant's hospital
record.
8. A research assistant may also be present for some 1nterviews

and feeding observations.

I have been given the opportunity to ask questions about the study dand
they have been answered to my satisfaction. | understand that | can
ask the nurse researcher further questions at the time of the hone

visits or by phone.

I voluntarily agree to participate as a subject witl my ntant an this
study.

Date Signature of Subject

I have discussed this study and the items listed above with the subject.

Date : Signature of Nurse Researcher



stgniticance  of  ditterences  indicates  that  older Jntants are - more
ikely to obtain higher <cores on Child Subscales. [Hff(‘ron“w on
other  NCAE scales were  inconsistenl  in the signifacance  level  or
direction among the th;‘eP qroups.,
. Srnificant difterences in favor of older children were obtained on
the following HOME Inventory subscales: Maternal Responsivity for the
ruﬁ*mnl ‘m‘uup (t=3.37, df=7, p=.002) af)d the matched qgroup (U=0,
prLOn) i‘rolel(md ot Approprigte Play Matersals for the normal qroup
(t=3.6%, df-07, p=.001) and the matched aroup (U=0, p=.05); variety in
Paily Stamulation for the normal group {(t=2.53, df=14, p=.0724) and
r‘atvh‘mi qroup (U=0, p=.0%): and the Total HOM{ Inventory score for the
nermal group  (t=3.13, df=25. p=.005) and the matched group  (U=0,
pr.0S)o Although ditferences on these subscales were not smnifi(dm
for the SI0S-<ibling group, the direction of mean K§cor9 differences was
in favor of older infants. .

The mean infant agt( for dyads in the‘larghe risk category was
shightly, although not significantly older (5.33 versus 4.00, U=4,
p=.50, one-tailed). NCAFS and HOME scores whicr; tended to be ‘higher
for older infants were examined to determine patterns according to
infant .age in the SIDS-sibling group. This was done by ranking scores
from lowest to highest and comparing ranks to infant age and risk
category. Table 17 presents the age and risk category for each
5IDS-siblilng and the rank of each SIDS-sibling®s HOME and NCAFS scores
in relation to the rest of the group. The highest score obtained by

the dyad in the SIDS-sibling group was given a rank of 6 and the lowest

score a rank of 1. If more than one dyad obtained the same score the



Tabte 17

8o

Infant QQQJL Corresponding Risk (Category and Ranks on NCAEL and  HOML
Tnventory Scores for Tach Participant.
NCAF Subscales
(larity Total Total fotal

Intant Age : RN ot (ues thald Parent SCore
(in Monthe<) {ateqgory Rank Rank Rank Rank

1 Month larqge 3.5 b S 6
J Monthe STaight ‘ | 1. 1

3 Months Slight ] 2.5 3 3

4 Months larqe 5 4 5 5

7 Months STight 5 2. ’ .

11 Months Large 6 b 4 4

HOME Subscales
Play Maternal Total

Infant Age Risk Materials Responsivity Score
{in Months) Category Rank Rank Rank
1 Month Large 4.5 4.5 4.5
2 Months S1ight 2.5 ) | 3

3 Months STight 1 2.5 ¢

4 Months Large 4.5 6 6

7 Months S1ight 2.5 2.5 ]
11 Months Large 6 4.5 4.5
@ Rank l=lowest score in the group; Rank 6=highest score in the

group.
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average rank was qiven to both dyads.

Both the olde<t and youngest infants were placed in the large risk
Cateqory. Ranks on NCAES scores indicated that regardless of infant
aqe, dyad;\ in the large risk group consistently obtained higher <cores
than antants in the slight risk category\ on (larity of (ues, lotal
Child, Total Parent and the Total NCAFS scores.  However, the oldest
mfant in the large risk category obtained the highest <core on (larity
of  fues and the Total (hirld score for that qroup. Similarly, the
oldest infant an the slight risk cateqory dbtained the highest <core on
(laraty of Cues for that group. Based on ranks, high and Jlow Jlotal
NCAES scores varied directly with high-and lov Total Parent scores, but
not necessarily with the Total Child score.

. Similar patterns  were revea]gd on HOME irwventn)r‘y scores.
Regardless of the- age of the infant, higher scores were obtained for

intants an the large risk category on Provision of Appropriate Play

Materials, Maternal Responsivity and the Total HOME <score. The oldest

intant in the group obtained the highest score on Provision of
Appropriate Play Materials but not on Maternal Responsivity or the
Total score. The infant who obtained the lowest Total HOME score was
three to six months’Jlder than four other infants and was in the slight
risk category.

In summary, older infants tended to have higher scores on Clarit;
of Cues, the Total Child NCAFS and Provision of Appropriate Play
Materials. However, from the evidence presented, it seems likely in
this SIDS-sibling sample, factors other than infant age have also

influenced mean\score\%ifferences between dyads in the large and slight

A



risk categories. Va

Infant Sex

In the SI0S-sibling group, infants placed in the large risk
category were male, whereas infants in the slight risk group were
female. Consequently, differences on HOME S%d NCAF scales betweeﬁ rigk
groups were also obtained for male versus female infants. Statistical
analyses on the normal and matched groups indicated that male/female
differences were likely due to chance.

Stanificant ditferences were obtained for the SIDS-sibling group in
favour ot males on the NCAF scales: Social-fmotional Growth tostering,
Total Parent score, Total Child score, and the Total NCAFS score (U=0,
p=.05, one-tailed). Uifferences on these subscales for the normal and
matched qroups were computed ‘as follows: Social-Emotional Growth
Fostering for the normal group (t=1.39, df=27, p=.179) and the matched
group (U=4, p=.5, one-tailed); Total Parent, score for the normal group
(t=.05, df=26, p=.963) and the matched group (U=4, p=.50, one-tailed);
Total (hild score for the normal group (t=.34, df=27, p=.737) and the
matched group (U=1, p=.1, one-tailed) and the Total NCAFS score for the
normal group (t=.23, df=26, p=.820) and for the matched group (U=3,
p=.35, one-tailed). As well as being non-significant, the direction of
differences for the normal group was in favor of females.

Differences between males andyfé@f]es on HOME subscales revealing
significant differences in the SIDS-sibling group were computed for the
normal and matched samples. ResuTts were as follows: Maternal

Responsivity for the normal group (t=1.42, df=27, p=.166) and for the

matched group (U=4, p=.50, one-gailed); Provision of Appropriate Play

17
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Materials for the normal group (t=1.A89, df=27, p=.12% and the &ahﬂnﬂ
aroup  (U=3, p=.35, one-tailed):; Maternal Involvement for the normal
aroup (t=.57, df=27, p=.571) and the matched group (U=3, p=.35); and
the TJotal HOME <core (t=1.82, df=27, p=.081) for the normal group and
(U=4, ps.5, one-tailed) for the matched sample. These differences were
in favor of male< but were not statistically significant. In summary,
male/female differences ap NCAFS 3nd  HOM scores are concluded more
likely due to chance. . { e
Maternal tducation '
Statistical contrasts on NCAFS and HOME scores for the three groups
between mothers with 12 or less years and 13 or more years of education
zﬁre computed.  No significant differences (p=.05) on subscales were
obtained for mother-S10S siblings, matched dyads or the normal group.
However, as indicated in Table 6, mothers tended to have more education
N mother-510S sibling dyads exhibitigg more favorable interactions.
Maternal Age
No significant differences on NCAFS and HOME Inventory scores were
obtained (p=.05) between mothers aged 18 to 26 and 27 to 35 years. As
indicated in Table 6, mothers tended té be older in mother-SIDS sibling
dyads obtaining more favorable interaction scores.

Number of Children in the Family

ﬂ’ -
Consistent significant differences were nob obtained on NCAFS -and

HOME scores between dyads in the three groups with one or more older
children and dyads with no older children. It is worth noting,.
however, that the SIDS death occurred with the first-born child in
dyads who obtained more favorable inleraction<scores; whereas in two of

the three dyads exhibiting less favorable interactivéjbehgviors, the
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CSIDS death occurred with the second born-infant.

In summary, the cumulative effect of maleness in subsequent SIDS
siblings, older mothers with slightly more education and no surviving
chifdren iin the family prior to the SIDS death may have influenced
significant differences obtained on HOME Inventory and NCAFS scores in
favor ot mother-SIDS sibling dyads in the large risk category. Dyads
with olde-~ infants tended to obtain higher scores ou (larity of Infant
Cues, the Totai Child score and Provision of Appropriate Play
Materials. Differences according to infant age in the SIDS-sibling
group were more apparent within risk groups rather than for the total
group suggesting that factors other than infant age also contributed to

sianificant differences between dyads in the large and slight risk -

categories.

Maternal Reports About Home Monitoring and Care of the SIDS—Sib]iqg

Table 18 presents. the frequency of mothers expressing concerns

about infant care, infant behavior, mon®or mangement ang life
tircumstances according to the category of infant risk.

Concerns of Mothers Attributing Large Risk to the SIDS-Sibling
0

Concerns about infant behavior and infant care are expressed by
more mothers with SIQS~sib1ings in the large risk category than slight
risk category. More mothers <«attributing large risk had concerns
about: Travel with the infént;'supervisfon while driving iﬁ a.car;
trips outside of the " home; separation from the infant; putting the
infant down to sleep; disruption of wusual routines; and changes in
infant's eating amd activity patterns.. Reluctance to purchase or

accept "items that could be considered for future use such as clothing
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Table ]&

Frequency of Mothers With Concerns About the SIDS-S5iblin Monitor
Management and Life (ircumstances According to Maternal Attribution of

Tnfant Risk.

Attribution ot Infant Risk

Large Rigk STight Kask
Maternal Concerns {Maternal frequency)

Infant Care
Travelling
Driving’
Trips outside home
Separation
Putting infant down to sleep
‘Disruption of infant's routines
Supervision in others' homes

NN N LW — N T

‘Infant Behavior
Changes in -eating patterns
Changes in sleeping patterns
Respirdtory infections
-Activity level and responsiveness

_— )
e D

Monitor Management
Number of loose lead alarms 1
Tighthess of monitor belt 1
Difficulty hearing loose lead alarms 2
Discontinuing the monitor in the future 3

[ RN o)

Life (ircumstances

Feeling physically iolated

Feeling emotionalty isolated

Finding a babysitter &

Unemployment of spouse ‘ “

Fimancial difficulties

[1Tness of a family member

Father absence from the home

Behavioral problems with older siblings

Reluctance to receive or purchase items .
for future use “ :

D1sappo1ntment in sex of SIDS-sibling

Carrying most of the respons1b111ty for
infant care 1

OO WwWwNN
N e PO PO RN RN

[@ X,V
wr» —~O

e

N\ o



or toy. beyerdt the infant's age was  also expressed by mothers
attr “ating “arge vash to SIDS-siblings.  Concerns expressed about
monitor management for this group included: Difficulty hearing

loose-lead alarms; apprehension about discontinuing the monitor jn the
future and in one case, a fear that the tightness of the monitor belt
crght interfere with growth: of the infant's chest.

Concerns ot Mothers Attributing Slight Risk to SIDS-Sibling

Fewer mothers attributing slight risk to their SIDS-siblings
expressed concerns about infant behavior and care. ‘However, this group
had more  concerns about their life circumstances, including:
Unemployment; financial problems; father absence from the home; 1llness
of a family member; and behavioral problems with older children. One
family experienced disappointment over the sex of the\subsequent infant
and was the only participant with a SIDS-sibling of a Giffereni sex
than the previous infant. More mothers in the s]ight risk category
felt solely responsible for the care of the SIDS-sibling on\the monitor.

Concerns Common to Both Risk Groups

Concerns which were common to the total group included: Changes in
infants' sleeping patterns; respiratory infections; finding
babysitters; feeling physically isolated; and feeling emotionally

isolated.

Factors Contributing to Maternal Concerns

During discussions about home monitoring and care of the

K3 i
SIDS-siblings, it became apparent that several factors contributed to

maternal concerns and the resuiting interventions mothers created for

the care of the SIDS-sibling. ., Some interventions were physical in
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nature, such &s not disrupting the infant's routines; whereas some

. N )

interventions seemed more emotional in nature, such as increased worry

or focusing attention on the possibility of SIDS or monitor alarms.
»

.

The following section elaborates on the factors that contributed to
maternal concerns and the resulting care-giving interventi hzf\mnlhe(j
created for the care of their SIDS-siblings.

Memories of the SIQS Death

Memories about the events surrounding the death of the previous

infant influenced 1ideas about what was a safe activity for the

SIDS-sibling.  The following comments from three mothers indicate the
kind of interventions X reated on the basis of mothers' memories: .

(4

h% 2

I will not take my baby- to other people's homes because my first?®
baby died in someone elses house. ] just don't want to go through
that again.

I won't interrupt my baby's sleep for anybody or anything. My baby
died following an airplane trip home from visiting my parents.

1 worry more about apnea after a shopping trip. My baby died after
an all day shopping trip with my mother. I always put her on the
monitor as soon as we get home and I check her more frequently.

-

It .is’ interesting to note that comments imply an understanding by the

N

mother of the reason for her intervention. Some mothers commented on
the illogical nature of their” fears about these activities. Although

the connections made between certain activitigs and SIDS were sometimes

~

recognized as fantasy, these connections were acted upon by mothers as

a

\
though they represented empirical facts.

-Memories About the Previous Infant

Five mothers compared physical and personality attribytes of the

subsequeht SIDS-sibling with the previous infant. Differences between
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the SI1DS-sibling and previous infant were interpreted as an indication

of the greater likelihood of survival as indicated by the following

comments :

] trust this baby more bécause he 1s more responsive and hyper than
my baby that died. I just trusted more that he would be okay. My
tast baby, I just gouldn't put him down. He wanted to be with me

all the time.

My first baby was lazy and didn't respond to me. This baby 1s so
hyper and active. She is full term and doesn't have any breathing
problems like "X". My first baby was never very well.

This baby's bredathing 1is clearer. 1 can see his body move or
movement of his head when he breathes. With "X", [ just couldn't
tell if he was breathing. His color was always pale. [ don't
think he was a healthy baby. This baby's color is much pinker.

I feel better about this baby than my baby that died because she is
so active. She smiles at me and gets excited when [ talk fo her.
My last baby didn't do any of those things.

I worry more about this baby than my first SIDS-sibling. He 15
sleepier and not as alert.

[y

As indicated by these comments, mothers equated an .alert, responsive
and ~ active infant with 1life and health. The pFesence of these
qualtities provided mothers with reassurance and hope that the
SIDS-sibling would survive.
- The SIDS-Sibling's Behaviour <
Figz\Wm$Q§rs said they worried more about SIDS if their‘jnfants‘

sleeping patterns changed. For some, the nature of the worry coincided

with events, syerouncding the SIDS death. One mother worried if her
> \ | )

infant got less sleep than usual and ‘felt that SIDS occurred shortly

N

.«after the infant fell asleep, as she had experienced with her previoug
- )
infant. This mother said she worried less about the infant after his

_first hour of sleeb. Two methers worried if cthges occurred in the

’

b\
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number  of  hours or freguency of sleep. Two mothers checked their
infants more frequently if a period of sleep lasted longer than usual.
These words of one mother demonstrate the influence of sleep changes on

AN
her fears about S1DS:

v

It he had <lept longer than ‘usual then | watched more closely and
felt monitor atarms were more likely to be apnea/bradycardia alarms
than a machine problem; whereas if he had been asleep for a short
time then | felt alarms would more likely be loose lead alarms. N

For one mother, changes in the infant's sleep activity patterns was

i

particularly distressing. Her distress and the influence of memories

A}

concerning life with the &revious infant are reflected in this comment .

l
J
I was feeling okay about how things were going until he started to
wake up and want to eat during the night. That's exactly what my
last baby did before he died. 1 don't want to lose this babyg
It is apparent from.tpcir comments that mothers observed connections
» . . : _
between their life events and the 5105 death of the previous infant.
These connections were most obvfous: when mothers discussed situations
e .~ ) ) ) A
or SIDS-sibling behaviors that reminded them of life with the previous
1nﬂpnt. Similarity of events or behaviors is not a reliable index of
contingency or cause-effect relationships, yég/ﬂmothers relied on the
qualities of resemblance or similarity and differehce to determine if
activities or infant behaviors posed a threat to their infant's life
and health. Using similarity of events to determine the outcome is an
indggtive logical process but is often mistaken.in its copclusions.
éénsequent]y, the concerns and caregiving interventions mothers cPeated

on the basis of memories about the previous infant took on the quality

of myths or fantasies. However, to label these thoughts as fantasies

¥
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and myths on the basis of their erroneous concusions, i1s not to deny

the probability  that such thouqhts.have an important  protective

function.

Monitor Alarms
Although mothers seemed Jaware that absence of monitor alarms did
not prgcluQe a S10S event, they felt reassured when their infants did

not have monitor alarms. One mother remarked:
)

My baby has not had any monitor alarms, not even a Jloose lead
alarm, even though ] set the time adjustment on the monitor for 10
seconds rather than the recommended 15 seconds.
Another mather who was discussing changes in her infant's bhehavior
remarked, "But there haven't been any monitor alarms". In another
case, fear about épnea was displaced onto a household ‘pet. The mother
said she found herseif .shaking her dog on several occasions because she
thought the animal had stopped breathing.

There was only one infant in this study who experien&ed apneaq
requiring vigorous stimulation during the data -collection period.
Therefore, it 1s difficult tQ determine the contribution of apnea
episodes to mothers' concerns &bout SIDS and the care of the infant.
In fhe one case, the s]?é;t risk attributed to the infant did noi
change following the apnea episode. However, for at least three weeks
following the apnea ep/;ode, the mother's anx1ety level increased from
slight to large andwthe monitor, which had been used only at night, was
now used during the day as well. This mother also experienced more
difficulty leaving the infant with a babysitter following the apnea
episode. A question arises as to whether maternal concerns and

caregiving interventions based on an actual episode of apnea differ
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from those based on a fear that apnea might occur.

Reegggigi‘to Other ' People

The responses of friends and relatives sometimes reinforced the

el

idea that everyth)ng was not "okéy" with the SIDS-sibling. Mothers
felt they were avfided‘beCause of others' fears of the baby dying. The
physical and emotional isolation mothers experienced as a result of
people's responses are indicated by these comments:

I never see my nieces and nephews anymore. They just don't visit -

1 think because their parents are afraeid the baby will die while
they are here. '

Ré6;1e avoided us like they think the baby has a social disease or
something. - \ N .

I know there were arqgumgnts among my friends about whether tﬂey
should have a baby shower for me. They did, but only eight people
showed up. I think they are afraid the baby will die when they're

here.

for using a cardiorespiratory monitor with an

K3

Fxplaining the reason
eSSentia{ly healthy infant was a difficult. task. Most mothers felt,
that in spite of explanations, friends often saw the nmnitor’as an
indication the baby was.i]l and in a life-threatening situation. The
perception of mothers that people avoided the SIDS-sibling was further
intertsified with the difficulty of finding someone who would learn to
care for\tﬁe infapd 1in their absence. One mother stated:

I don't understand why people won't babysit. Tgey look after other

people's babies and they could die of SIDS too. :

A\ | ' ‘ -
Another pgrticipant commented: 5
/

I had two girls who were qualified to babysit. They came<d‘te but
wouldn't come back. They always had an excuse. .

N



For one tamdly, daittaicuity tainding babysatters was one ot the yreasons
the momitor was discontinued. Thee amportance ot having o reliarl,

tructed babycitior was mamitested i this mother's ¢ onment -

Having a babysitter who you ¢an trust i< the most help ot you have
to Jeave the baby. I think 1t my baby<itter moved | would almost
have to move with her .

When o people  avold  cortact  with  the  SIDS-sabhing,  the amplied
message 1 that the Si0N-<abling 1< at more rish than other babies.
Theae mesgades ever at antreqguent ) may orender 1t omore diftacult tor

~ .
mothers te maintain a realistic perspective on the (hances of then

intant having a S1US event.
& :
Not only did mothers feel the riskh ot SIDS to their intfants was

overestimated by others but comments indicate feelings that others

undere<timated the risk of SIDS to all intants:

I Just get-appalled at what some mothers do, like leave their baby
uncheched for hours, cover up the baby's face or use those
snuaglies where they don't know 1f movements dare the baby's
breathing or theirs. L.

’
I get really angry when people try to tell me everything is okay
because 1 have a healthy baby. I know having a healthy baby
doesn't mea® anything.

I get really angry when my relatives twell me that SIUS could never
happen to their babies.
{

Mothers felt emotionally ~/i/solated with their fears about SIDS,

particularly when comments from others indicated a lack of

i

understanding of the unexpetted-nature of SI1DS.
ﬁive mothers felt the constant supervision of the SIDS-sfibling was
micunderstood. Mothers were labelled by friends gnﬂ»‘%élatives as

"dverprotecdive", "smothering", or ~ “"hypochondriacs". Somet imes,

.
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immterventions aroused guestions trom trends about the antant's health
o1 the necessaity of the mether's acthrons:
When Toam vaisaitaing other people they keep askang why | o check the

baby <o much. It'< hard to make people understand that [T'm not
(rasy.

I don’t Tike to take my baby te other p('(m‘hw houses because they
don't under<tand that he has to be watched closely.  They would
preccure me to leave ham an another room and then ask, Why not?
Why can't you do that? What'< wrong with him?
Poerhaps o dattacolt taskh tor trrends and relatwes ¢ to dictinguish
between materne!l anterventions wnhA the L10S-<ibTing and the actual
Pk te the SIotoaabling's ate. One particrpant who ¢elt increased
support froe tamily and traoends, attrabuted this an pant to her ahi ity
to express teelings, f-(‘m‘\ and anxieties and to explain her need to
closely <upervise dnd use a monitor with her essentially m-d]'thy 1ntant.
brparacal Anowledge About S10%

Mother<  created anterventions for  S10S-siblings based on then
knowledge of  Sudden  Intant Death Syndrome,  For example, one mother
planned her preanancy <o the ST0S-sibling would reach the (ritical age
for 108, during the <eason SIDS deaths were lowest in Alberta, the

£ .
previous  year. Information about the use of water beds for apneic
premature infants influenced a mother's decision to use equipment with
her infant that moved, suth as a water-filled crib mattress and an
infant seat with rockers.

Knowledge about SIDS also influenced the points in time mothers

perceived as most stressful. One mother whose previous infant died at

5 1/2 months, said:



Y
I think T wiall worry most around 3 months ot age because that '

when 1o know moat ST deaths happen,
Kegardless of whether previous imtants died at % 1/0 monthe or W 1/0
weeks, mothers  conaastent ly  <ard that 0 to 4 monthe was the most
stresotful perirod  of Fome  monitoring. This  <tresstul point wds
1dentifaed by two mothers from a retrospective point ot view, two
presently an the O to 4 month bertod and two mothers anticipating thie
aae perrod with the iafant. ]t the pr‘(‘vnn;x intant died between 7 to 4
months of aae, thais anniversary date was an additionally <treastul time.

When anfante had colde, mothers <aid they worred more about S10S.
fumlm, a sequence ot events with the S1DS-<ibTing <imlar to events
with thr"’pre‘vlou\ intant "was very <tressful, Such was the (ase with
one participant when her S[OS-saibTing developed ¢ cold at exactly the
came aqe as her previous infant prior to his death.

AT mothers said they worried or thought they would worry less
after the anfant turned 6 to & months of age because SIS occurred less
frequently after this period of 1nfan6y. Mothers said they would not
"rest eacily” until the infant turned one year and in some instances 3
years ot age.

Discontinuing the Monitor

Three mothers had experienced discontinuing the monitor with the
study infant or a previous SIDS-sibling and three motRers were
anticipating this period of time. Although mothers could remember the
exact date and age of the infant when home monitoring was initiated, no
one could remember the infant age or date the monitor was

discontinued. Comments revealed feelings of gquilt and fear about

discontinuing the monitor:



ke wanted to use the momitor tor one year. Fodon't remember the
date we diccont inued the monitor but 1 think <he was about 9 months
old.  This 3¢ about one month Jonger than babies usually <tay on
the monttor.

I don't remember how old he was when we stopped using the monitor.
othink it was about 7 month<.  We wanted to use it for one year.
We did everything we could to keep him trom pulling the plug. We
even made mittens tor his hands.

I will use the monitor for one year and [ have alredady discussed
thirs with the doctor.,

I teel anxious when T think about discontinuing . the monitor .

ATT mothers <ard they would use the monitor tor one year . In <ome

cases, anterventtans to heep the anfant attached to the monitor such as
mttens, restraining and placement of monitor wires were (redated in
anticipation of ditticulties.  Comments indicate the extremely paintuyl
nature ot making the decision to discontinue the monitor.

Two mothers whe had discontinued the monitor said terminaltion was
easter when they learned to trust the baby and realized they, not the
infant, needed the monitor. [t <eems that implhicit n the comment ot

-

"trusting the baby™ 1< a conscious decision to now give the choice ot
r’(*athmg or not breathing to the infant.  Perhaps learning to trust
the i1nfant to breathe unassisted, i1s a positive step in the mother's
awareness and knowledge of her SI0S-sibling’'s capabilities.
- The Monitor

The monitor did tnot appear to contribute to mothers' concerns but
provided information about the infant that was reassuring and
comforting. Generally, this was true whether infants did or did not
have apnea/b}adycardia episodes. Mothers said they experienced home

1)
monitoring as easier than expected. Most attributed this to few alarms

or having only false alarms.



Parthicipants expressed o variety ot ways an which the use ot an
apneda momitor was helptoul.  Two mothers <aid, without the monitor, they
would not be able to check their babies after a period of <leep. tven
with the momitor, these mothers saird they checked for breathing prior
to looking at the Iinfant's face. One mother wanted to know the time of
a ST0% event | <hould one occur.  Most families wanted an opportunity to

try and revive their antant <hould a life-threatening episode ot apnea

occur ., ATT families found the monitor helped them relax with their

intants and <leep better at night.  FPive mothers said they would use
N .

the monitor aqgain and one mother was uncertain. General ]y, mothers

percelved the momitor as their “eyes and ears” when they needed to

<leep or required time away from the infant.

Summary ot Results

Three of the <ix participants placed their SIDS-<iblings in a lerae
risk’ category and three attributed slight risk to their infants. Mean
scores were higher for dyads 1in the large risk cateqory on the
following variables: Maternal age, infant age, the number of months
since the SI0S death, apnea/bradycardia episodes, the number of monthe
between the 5105 death and birth of the subsequent infant, hours per
day of monitor use and the Total HOME Inventory and NCAFS (interaction)
Scores.  Mann-Whitney U tests, one-tailed for small sample sizes,
reveaLéd significant mean differences on: -The number of months since
the SIDS event, the Total HOME score and the Total NCAFS s;ore. Least

significant mean score differences between the large and slight risk

_T

dyads were obtained on infant age and apnea/bradycardia episodes. All

mothers attributing large risk to SIDS-siblings had experienced the

Y

™
)
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STOS  death of  thear tirst intant; whereas two mothers attrmibuting
shight ' risk to the SIDS-<ibling had preschool children.

Further analys<ses, using Mann-Whitney U tests, revealed signiticant

ditferences an favor of dyads in the large fpisk category on the

%()H()Wiﬂg} NCAE  Scates: Mother's  Social-tmotional Growth lostering
Behavior, the Total (hild Score, and the Total Parent Score and Parent
er‘lm]lﬁz(:tl()n. Srgmiticant ditterences  on _HUME Inventory scores
twtwm'@ ik aroups owere ()Ma‘im*d for: fMotional and  Verbal
Responsivity ot the MnH’wr, Provision ot Appropriate Play Materials and
Maternal Involvement .

It‘ tv posaable  that  the cumulative effect of some  demoqraphic
variables may h»% inf]uen(e(f the more favorable HOME Inventory and
NCAES <cores obtained by mother-S10% <ibling dyads in the large risk
cateqory. These demographic variables included older maternal age,
more maternal education, no surviving children in the family prior to

~ o
Un/)fl)f) death, maleness ot the SI0S-sibling and the slightly older age
of “STES-sablings at the time of data collection. Differences according
to infant age were more apparent within the groups based on risk than

»
for the total group suggesting that factors other than infant age also
contributed to significant differences between dyads placiﬁg the infant
in a large versus slight risk c“ategc"y.

More mothers attributing large risk to the SIDS-sibling expressed
concerns about 1infant care, infant behaviors and monitor management.
More mothers attributing -slight risk, to SIDS-siblings expressed
concerns about their life circumstances. Lack of social support, and
more apprehension about SIDS when infants changed their sleeping

©

patterns were common concerns of parti\ipants.
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Factory which contribute to mothers' cnnfvrns about the infant and

stressful  points  during the home monitoring experience, included:
]

Memories of the SIDS event; memories of the previous infant; the
infant's behavior; nmonitor alarms; and the empirical knowledge mothers
had acquired abbut SIDS. « Mothers  used similarity, Jikeness,
rvﬁvmbalance as well av differences between experiences with the
previous infant and ST0S-sibling torcredte interventions for the safe
care of the SIDS-<ibling. Interventions were both physical  and
emotional.  for example, mothers not only used memories to dec 1de what
was or was not a safe activity for the SIDS-sibling but also to decide
when  to worry., Mothers perceptions of others' responges  to  the
S105-sibTing and monitor reinforced the idea of the S1DS-sibling's

vulnerability.  The monitor did not contribute to mothers' concerns but

seered to be a source of comfort and reassurdnce.
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Discussion, Conclusions, Limitations
Implications and Recommendations
The objective of this study is to describe the pharacteristics ot
interaction and the home environment with mother-$]10S sibling dyads
using the home monitoring intervention. In this section, major results
are discusied and compared to  results of previous resedrch,
[imitdations ot the study, Implications tor nursing and re(omnéqdatnnn

for futvre research are outlined.

Discussion ot Results

N

Driscussron of the results focuses on maternal attribution of risk
o the  LIDS-sabling, and  the characteristics of mother-intant
interaction and the quality of the S5IDS-s1bling's home environment.
Factors which may account for variations i; measurements  among

mother-510% sibling dyads and between the study and normal samples are

examined, in relation to other research.

Maternal Attribution of Risk to the SIDS-Sibling

Three of the six mothers in this study attributed large risk and
three slight risk to their SIDS-siblings. This section examines same
factors which may account for variations in the degree of risk mothers
attributed to infants. These factors include: Reactions to the loss
or threatened loss of an infant; the time interval since the SIDS
event; previous experience mothering a surviving child; the apnea

monitor; and the sex of the SIDS-sibling.

105
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Keactions to the Loss or Threat@nvq_igéx ot the Infant

Maternal attribution of risk to SIDS-Siblings, as well as the
concerns  mothers expressed about .their -SIDS—siblings' behavior was
reminiscent of the grieving process. Perceiving the subsequent infant
as at risk may be a reaction to the loss of a previous infant due to
SIDS.  Similar grief reactions in parents who perceived their infants
as less viable at birth have been reported.

Reseachers, in a followup study of 90 children at & years who had
Rtt Incompatability at  birth, found mothers retained little of the
realistic information given to them at birth. Over time, mothers
percetved children as less viable and more likely to die, regardless of
the actual heatlh status of the child (Rose, Thomas, Boggs, Alderstein,
Trigos, Rigg, & (rowther, 1960).

Kose (1961) reported a variety of factors, including tge death of a4
previous infant, that contributed to less agdaptive mother-infant
relationships. Grief reactions, in\anticipation of the death of their
essentially healthy infants, led mothers to perceive behavioral or
physical changes in infants as life threatening, despite reassurances.
Mothers sometimes failed to provide adequate stimulation or provided
stimulation inappropriately.

These descriptions are reminiscent of three mothers in this study
who attributed large risk to their SIDS—sib]ing;. Maternal concerns
about the S5IDS-siblings centered around behavioral changes] such as

-

sleep patterns and activity levels. Behavioral changes in the
; .

SIDS-siblings were particularly distressing to mothers when they

. . . ‘ . N
aroused memories of the previous infant's behavior before the SIDS
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vvent. Mitticulties  separating  trom  the  SIDS-sibling, im,lu‘-dmg
}
putting the “infant down to «leep, were also reported by mothers

attribu’inq larae  risk  to  S10S-siblings. In  contrast, mothers
attribu?>%q wlight risk to SIU\~;ib]inqS reported no difficulties ;n
these areas. These results are similar to a report by Green and Solnit
(1964) that difficulty separating from children occurred when mothers
percelved the child as vulnerable.

Tame Interval Since the S1DS fvent

The fmmnq that mothers attributed a qrva%t’r degree ot rask to “'S
STPS-<abling when more time had elapsed since the SI10S death of the
previous Infant s surprising. I? attribution of risk is in part a

\

griet réa(tion, then itﬁ might be expected that less risk would be

attributed to the infant with ipcreased thme since the SI10DS event.

These results raise a question about the length of the grieving process

tor mothers who have Jlost infants and the extent to which grief -

reoccurs with the birth of‘a subsequent infant, even years later.

A review of other resfarch revealed little that would explain this
result. Spinetta, Swarner and Sheposh (1981) measured the adaptation
level of family members after the death of their child from cancer. No
relationship was found between high or low adaptation levels and the
time interval since the death. Researchers raised a concern about Rhe
extent to which memories of the child and his death interfered with
daily functioning of family members and their commitﬁgnt to the future,
even two to threg¢ years after the death (p. 260). ’

Chiidren who have experienced the death of a sibling were reported

to obtain Tlower social-competency scores as the elapsed time since the
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death of the sibling increased. The researcher noted that the high
number of internalizing behaviors reported for children supported a4
suspicion that many of these children were depressed (Davies, 1984).
The decrease over time in the competencies of bereaved children
suggests that time elapsed since death 1s an 1important variagle~ to
consider with research concerning the functioning of family members
following a death.

Some mothers in this <tudy said they became pregnant xhor‘tly atter
the ST0DS event because walting would have raised self-doubts about
having another ehild. Perhaps as the time interval since the SIDS
death increases, mothe;s become more doubtful aboul their parenting
abilitives. Further résearch‘shou1d be done to determine the influence

of time elapsed since the SIDS death on mother=S1DS sibling interaction.

Previous Experience Mothering a Surviving Child

An equally or perhaps more plausible explanation for differences in
the amount of risk mothers attributed to SI0S-siblings may be the
experience of mothering an infant who-survived/prior to the death of
the infant from SIDS. Two pothers who attributed slight risk to their
SIDS-siblings had older children; whereas none of the mothers who
attributed large risk Yo their S10S-siblings had surv;ving children
prior to the SIDS death. Mothers with older children seemed aware of a
broad range of infant behaviors and most interpreted changes in their
SIDS-sibling's behaxior as normal developmental sequences, rather than
as life-threatening events.

Perhaps with a previous successful experience of child-rearing,

mothers have less need to fantasize about the possible death of their

“
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tntant and are more able to maintain a realistic perspective about the
chance of SIDS.  Reva Rubin (1984) reported less use of fantasy by
multiparas than primiparas during the process of attaining the maternal
role. Multiparas tended to use a frame of reference abeut their
\

mothering in terms of what they did m‘&lﬁat was done with the last baby.

It has been documented by several investigators that previous child
care experience 1soassocidted with fewer concerns about infant behavior
and  care: Second-time  mothers appeared to be more concerned about
]Ht(’(]r'dll;l(] the new bhaby into the tamvly (Bull, 19sl; trlmore & Taylor,

[y

19765 Gruls, 1977

»

Moss, 1981} .

The Apned Monitor

It s intcrt‘st‘jnq to note that infants in this study, with and
without reported episodes ot apnea, were placed in both slight and
large risk eategories; whereas, Black and associates (19/8), from a
study on thg ;mpd(‘t of home monitoring on family life, said the monitor
became the parents best indicator of the severity of risk to the infant.

In the <tudy by Black and_ associatesl (1978) most pdrevnts had
already discontinued the monitor, whereas four of the six SIDS-siblings
in this study were still using the apnea monitor at the time of data
collection. Maternal perception of infant risk may be based on the
monitor when viewing the situation from a retrospectiv‘e point of view.
In this study, of the two SIDS-siblings who were no longer using an
apnea mohitor, one was placed in a slight risk and one in a large risk
category. The mB\Qer attributing slight risk to her S$IDS-sibling at

age two to four months, in retrospect, perceived that her infant never

really needed the monitor. In contrast, the mother attributing large

N
’

/
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risk to her infant at two to four months, in retrospect, perceived that
her baby had several episodes of life-threatening apnea or bradycardia
while using the monitor. Of the four mothers using the apnea monitor
during ddt; collection, two attributed slight risk and two large risk
to their 5I05-siblings. It seems that these mothers were influenced by
factors other ‘than the monitor alarms as an indicator of the severity
of risk.  Results of this study suggest maternal perception ot intant
risk was influenced as much by the SIDS death and the threatencd loss
ot the subsequent intant as by the monitor alarms.

sex of the S1D5-5ibling

Three S10%-siblings placed in the large risk cateqgory were male,
while three placed in the slight risk cateqgory were female. In the
past, more SIDS deaths have been reported tor males than for femdles
(kelly & Shannon, 1982).

In all but one case in this study, the sex of the subsequent infant
was the same as the infant who died. In one case, the mother expressed
more worry about SIDS because her infant was male. Other researchers
have reported that mothers have more concerns about male than female
infants, particularly if the infant was a first-born male (Moss, 1981;
Sumner & Fritch, 1977). Sugh research findings raise the question of

infant sex as an influencing factor in maternal perceptions of the

infants' vuinerabi]ity.

Variations Among Mother-SIDS Sibling Dyads on Interaction and the

Infant's Home Enyironment

Data analysis revealed two separate profiles for the six

mother-SIDS siblings on characteristics of mother-infant interaction

A
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and thg infant's home Sgljronmeht. Thi§,xection examines some factors

which maybr'hgvv contributed to these differences: including:
]

Participants' life circumstances; time elapsed since the SIDS death;

demoqraphic characteristics; and maternal ;ttribution of risk to the

ST0%- 1t ing. \

Participants® Life (ircumstances

One  qroup  of  three moth;r—SIUS siblings  demonstrated a  less
anitmated style of interaction with less verbal and tactile stimulation
and  tewer mutual  exchdanges 0f a purely social nature. Intants, as
well, were  less responsive and displayed o smaller repertoire  of
betiaviors.  HOME data provided evidence ot less verbal responsiveness
and involvement with the infant during the course of daily activities.
A variety of age-appropriate play materials were not as accessible to
the infants in these three dyads.

The results show a group of low energy, less involved mothers.
(are tended to be instrumental .and task oriented, giving the appearance
ot less enjoyment between mother and baby. The lack of involvement and
low energy is understandable a: these néthers were overwhelmed with
other problems such as ill family members and financial difficulties.
As well, mothers reported a lack of emotional and physical support fro&
friends and families.

Time and energy are limited resources. Reports by other
researchers support the idea that less favorable life circumstances
decrease the amount of energy and attention available for mothering.

Unger (as cited in Unger & Powell, 1979) found that mothers who

expérienced high levels of stress were less likely to be involved with
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t'b)v "H}?l\mt\ LA measured by the HOME Inventory. Mothera were more

‘.*‘l" .
;“Q .
A , N
oo likely  to be o anyvolved with thelr anfants ot they had emothional o and
& ¢ )
LA, i
..hgw -
Q}{{‘.wﬂua] suppert trom triends and relatives. “
Barnard, and  Lyres (1979) reported mothers with high lite-change
“ . <
*{Eg‘, “ during pregnancy and low psychosoctal assets including negative
teelings about pregnancy, a lack of emotional and phy<ical support and
more (11\rup{'mmx e plans <howed less positive maternal behaviers by
the time thenr babies reached one year of age.  Thewe mothery gave more
-
-
negative messaqes, were more. restractive, gere less anvolved with thear
< mtants and showed Tews adaptive behaviors during feeding {(pp. 109-110).
. .

Time tlapsed Since the ST0S Beath ot the Previous Intfant
, tlapse me . noer rreviot
It- s also possible that dyads with Tess taverable interactions and

home environments were affected by the ~horter p(*rio.(f of time since the
n((im‘re‘nrv of the S10S death.  Two mothers in this group w':(‘re’ pregnant
les< than five months after the death ot the previ'ous infant. [t may
be  that mother<' low energy level and low 1involvement reflect some

depression  and  unresolved griet. Rowe and his associates (19/8)

reported the only factors associated with prulonge%ipﬁgpving reactions

in mothers who experienced a perinatal death occurred‘{with mothers who
had a surviving twin or became pregnant le.ws than five months after the
death. No differences in grief reactions were found for age, economic
status; cause 0% death, presence of older children or the interval"
between the infants' death and the interview.

Difficulties conceiving, based on emotional factors, have been
reported to occur subsequent to the death of an infant from SIDS.

Researchers suggest that wunresolved grief, self-blame, guilt and



pvaavangs about o gbarhithes tor parenthood place at rask, mothers who
have  Tost o chdd to ST, A a result, the environment tor the
subrequent  newbofn may  not o be g healthy  (Mandel)l & Wolte, luzy).
Researc her s -.11\(» report that t took on the averaqge ot 16 months atter
a ST death tor tamily n)(‘ﬂll\(‘r‘f‘ to regain the Jevel ot perconal
happaness expertenced prior to the death (Defrain & trnst, 19/8).

A presented an Table S, the more months that had elapsed since the
BTN of the ST0Y death the more f(dvm‘abl'e‘ were the HOME and NOAES
ccores tor the Gyhdx oo this study. Ot the three participants who
demonstrated as much or more verbal responsavity and involvement with
St -aabhinas as occurred with normal  dyads g two mothers had given
barth  to <ubcequent anfant< 30 or more months tollowing the  ST1DS

s
event . In one ¢ase the 1r1fert was a second SI0S -sabling.  These dyads
also exhibited more adaptive behaviors during feeding than dyads whose
intants were born 10 to 16 months following the S10DS event. The
results Sot this study support the i1dea that the psychological milieu
for the developing mother-infant relationship may be healthier as the

time elapsed since the SIDS death increases.

[t 15 1nteresting to note that as the time interval since the S1U%
death ancreased, mothers not only exhibited more favorable interactive
behaviours but also attributed a greater degree of risk to their
SIDS-sibltngs tham those mothers who experienced the SIDS death more
recently. These findings appear inconsistent suggesting further
research is necessary to determine the nature of the relationship

between time elapsed since the SIDS death, the mother's perceptions of

risk to thé S]DS-sibling, and the guality of the mother-SIDS sibling's

I



mmteractions,

Demographic tharacteristacs

Demographic characterictice of mothers and STDS-<ablings may also
help explain the reason that three of the <aix mother-510% <abling dyads
exhibited more favorable mother-intant interaction.  {(haracterictaics of
dyads obtaining —more favorable <cores on measures of  anteraction
included: Mothers tended to be older and have <lightly more education:
the intanct who died of SIDS was a farct-born male: SIDS-<ablings were
all male and <Trahtly older at the time of data collectiron that 1P
ciblings an dyads  obtaining  less Zavorable  scores  on medsures  of
mnteraction.

The  cumulataive  effect  of  older mothers and  infants  and  more
maternal education, in combination with the longer time interval since
the SIDS  death  of  the previous infant,  may .havv mcreased  the
likelihood ot these three mother-510S sibling dyads obtaining higher
SCOres., (Other researchers have reported lower scores on measures of
home stimulation and maternal behaviour (/]:USF'IHQ feeding for mothers who
were under 19 years and had 172 or less years of education (Barnard &
tyres, 1979}, Infants who are more developmentally mature are also
reported to obtain higher HOML Inventory and NCAF> scores (Barnard,
1978a; Caldwell & Bradley, 1984).

The tendency of dyads ;ith older infants to obtain higher scores on
measures of interaction may, in part, be due to maternal knowledge of
the age at which developmental milestones occur. Based on a study of

the relationship between mothers' developmental expectations and infant

development, researchers found the later the age at which mothers

-



expected habhes to see, hear, be awr e ot wurroundangs and to be 1eddy
A\]

for teaching and verbal  exchanges,  the lower  were the Total  HOM

fnventory scores at 40 80 and 10 months ot age. Mothers with later

developmental expectations tor their babies had Tess education,  lower

tami Ty ancomes and Tecs wocial support during prognanc, (Snyder, byres,

L Barnard, Ya/a),

Although mathers' developmental expectations ot SIDS-<blings were
nel meacured 0o thas research <tudy, U s anteresting to note that
twer of the three dyads obtarnming lower HOMD Jnventory and NCAES Ccores,
mothers telt therr SI0N-<bhings were too youna to be given toys or to
plav., It seeme Tikely that developmental expectations will o ant luenge
mether - ntant anteraction and would be an amportant varvable Lo measure
ootuture studiee.

Y‘_S’} t’rniﬂ /\_t}v 1_{)(17(14(1117 of _RMk to the \I[),\J‘H)_l‘]_yu

Mothers who attributed large risk  to  their SI0S-sablings and
expresSed more concerns  about their infants' behavior, exhibited more
adpalive behaviors during teeding Anteractions  and more  1nvolvement
with therr babires, Some  researchers  suggest 2thdt anxlety and worry
about the anfant may result 1n  a less  positive mother-infant
relationship (Kennedy, 1973; Southall, 1983). However,k 1t is possible
that 1n the case of some mothers in this study, concerns about the
infant facilitated adaptive mother-infant interactions.

Filmore and Taylor {(1976), bésed on research of primigravidas'
infant-care concerns, suggested that maternal anxiety about the infant

has an interest and worry component. The researchers proposed thdt

when infants have special problems, the anxiety component of concerns



v ounhikeldy to damimish, while the anterest component of concerns ought
to agrow and develop along with the child's qrowth and development .
Authors  <tated that an <ome cases, a low level of anxiety in the
mother '« congerns, may be unhealthy and sSRow a detertorat 1ng

mother-child refathionship (p. 24).

.

ATT mothers, regardless of the deqree ot risk attributed to the
ST -aabTang, Yworried  about  the possibility ot SIDS. This worry
reculted anomuch maternal dinstrumental care, if not verbal or tactile

Socral exchanges. It <eems reasonable that mothers of ST0S-<bhlings

<
will worry to <ome degree about the possibility of a STUS event. The
fact that only o per 1000 infants die ot STOS may be of little comtort
to the mother of a S10S-<ibling.

There 18 evidence in this <tudy, that tor some mothers, the anx ety
about S5IDS carried over into daily activities with the intant. More
mothers attributing large risk to infants had difficulty enjoying
changes  n their infants'  development. In  some cases, maternal
concerns  resulted H‘l fewer nmther-infdnt\ outings and diffaiculty
separatinag from the infant. In one case, the mother s<lept in her
intfant’s room so she could change his position if he aroused during the
night. In another case, a mother who worr&ed about the sleepiness of
her infant, exhibited stimulating behaviors during feeding which were
intrusive and inappropriate to the infant's state. The HOME Inventory
and NCAF Scale measure only understimulation. However, there are some
indications that overstimulation and inappropriate stimulation outside
of the feeding context should also be measured in future studies of

L]

mother-SIDS sibling interaction.



Miferences f%(‘tWt‘erth(‘ Study and Normal ,\amph‘\ on Interaction and the

Infant '« Home [nvironment

In comparison to the normal sample, mother-5100 <abling dyads were
inclhined to be less sensitive to intant cues and more restrictive. The
quality of <ocial-emotional <upport and cogmitive stimulation was less
favorable tor mother-5105 siblings than for a group of normal dyads.
In thiv sectron, specitic differences between the study and normal

samples are examined and possible explanations are suggested.

In comparison to a normal <ample of wmother-antant dyads, mother< of
STON-blings were sagmificantly less sensative to thear antants' cues
indicating hunger, <atiation .(md a readiness to interact or disengage.
This was particularly so for the three mother-510S sibling dyads who
expressed cancerns about their Tife circumstances such as unemployment
and  Tinancial  difticulties. Interactions between Tlife <tress  and
aspects ot the mother-infant relationship have been  reported by
researchers., (rnic, Greenberg, Ragozin, Robinson and Basham (1983)
measured  the effect  of stress and social support on mother-intant

qwrd(‘ti(m, using the same conceptual categories as the NCAF Scale but
during a teaching, rather than a feeding situation. The only subscale
significantly related to stress was the Mother's Sensitivity to Infant
(ues. Mothers reporting greater life stress were ‘rated as less
sensitive to their infant's behavior. When other life stresses are
superimposed on the care of a new infant, it 1s understandable that
O

Uther researchers have reported that most new mot'(érs initially

energy available for attending to infant cues will be less.



expericnce 4 certain degree of uncertainty about the anfant’'s cues and
their meaning (Shereshefsky & Yarrow, 1973). Sander (19/6) identified
several  issues  in the  early  mother-child  interaction  from a
longitudinal exploratory study of 22 mother-child dyads from birth to
three years of age. A central dssue in the first /2 to 3 months of Iife
concerned the appropriateness of maternal responses to the cues the
baby qdave of his state and needs (p. 130). In this early period of
infancy, a mother i< attempting to surmount the anxieties of providing
an environment adequate to sustain the lite of her anfant.  Once the
mother has accomplished this task, the dyad becomes more involved an
the task of developing reciprocal sequences ot intercharige.

This information raises another possible explanation for the less
favorable scores of the study sample on Sensitivity to Cues. U seems
plausible that infants who require special  care may render more
difficult the maternal task of identifying and responding appréprldtely
to intdnt behaviors. Results of studies on mothers' concerns about
infants with special problems such as heart disease, indicated that

learning to differentiate normal behavior and behavior associated with

illness posed a special problem for mothers (Pinelli, 1981; D'Antonto,

1976). Although SIDS-siblings are not 111, mothers in this study

tended to search for infant behaviors such as breathing, activity and
reqularity of sleep patterns that would confirm the SIDS-siblings'’
health and well-being. hhen maternal atfention is focused on infant's
breathing and physical states, there may be less likelihood of

attending and responding to the social cues of the infant's behavior.

Comments about concerns related to infant behavior and care also

N



revealed o tendency tor mothers to burld cdregiving anterventions on
the basts of memories of the previous infant and information about
SIS, While these Interventions may provide a mother with some senst
of control over the life of her baby, mothers are also acquiring
knowledage  about the  intant. Some  mothers in the sample acted on
boliéf\ that  travel, developmental changes in  <leeping and  eating
patterns  or Jess  intant  responsiveness torewarned a  possible ST
event . These mothers may have fewer opportunities to learn aboul the
1nfqnt'\ responses, the meaning ot those responses under ¢ varlety of
circumstances and the intant's ability to adapt to change and different
environments, According  to  Sander  (1976), the dimensions ot an
infant's  organization can  remain unknown to the mother for a
considerable time 1t she 1s not perceptive of the cues supplied 1n his
behavioral feedback to her (p. 131).

The Quality of Stimulation 1n the S5IDS-51blings' Home Environment

A1l mothers of SIDS-siblings provided much instrumental care during
the course of daily activities. SIDS-siblings were kept in constant
visual and guditory range. Mothers were observed to frequently check
infants' breathing by observing the face or placing their hand on the
infants' chest.

It seemed likely that this type of proximity would increase the
frequency of some developmentally positive interchanges between mother
and SI0S-sibling during the course of daily activities. In general,
thisAwas not the case in comparison to the normal- group as measured by

-~

the HOME Inventory. Perhaps when mothers are attuned to the physical

well-being of the infant, stimulation through auditory and visual

. v
- 't



exchanges becomes tess of g priority.

Of particular interest s the <ignifacant difference 1n favor of
4 N . .
the normal group on the HOME subscale, Avoidance ot Restriction and
Punishment . Hayes  (1980) reported Avoidance of Restriction and
Punishment as the HOME subscale most predictive of later cognitive
development in a qroup of premature infants. Perhaps this conceptual
cateqory s adentifying a tendency of mothets to be more restractive
when they perceive their infants' life i< at risk or have infant<s whose ©

physical status requires more than usual baby care.

The Home Monitoring Experience
Mothers' reports about the hpme monitoring experience were similar
to repor;ts of other researchers, particularly with respect to aspects

of soacial support and the dapnea monitor.

Social Support

Five of the six mothers expressed a COnCe;h about Tocating reliable
habysitters. Difficulty finding babysitters was reported in most
studies concerning the impact of home monitoring (Black et d].,‘%@/é;
Catn et al., 1980; Wasserman, 1984), as well as studies lookfng at the
Zmpaﬁf“sn family life, of caring for a chronically-ill child (Aradine,
1980; Willis, 1983). Similar to a report by White and Dawson (1981) in
a study of families caring for at-risk infants, it seemed that some
mothers of SIDS-siblings in this study, not only had trouble finding a
reliable babysitter, but were also very reluctant to leave infants with
some one else, even if they were trained in monitor management. In

some instances, mothers of SIDS-siblings were hesitant to leave the



intant with the father. /

-

-~

Reva Ruban (1984) notes that for the new mother, a babysitler is a
surrogate who values the anfant, knows the infant and can watch with
eyes and (’m“‘.‘f(»r what does not occur, such as breathing, as well as
what does  occur  (p. 125). It 15 understandable that moethers  of
STha-siblings will have more ditficulty trusting another person, no
matter how reliable, to f,u*,tdlr)\tm' Itfe ot thelir baby.

RKeaardless  of  the (10(1?‘63“: of ridk attributed to SIDS-sablings,
mothers reported nadequate phy<ical and emot1ondl support.
Kesearchers wh(\; looked at the impact of caring for a child with special
needs,  dalso reported  parental  teelings  of  emotional  and  social
1solation.  White and Dawson (1981) reported that families with 1ntants
requiring spectal care got out less frequently das a couple, telt Jess
close as a family and had the least help with the infant.

Mardiros  (1982) wused an ethnpgraphi(, approach to explore the
experience of 17 mothens (:arir;g; for physicaily handicapped children.
Although this was a small sample, the lack ot consistent support trom
friends, spouses ard professionals was a noticeable feature of the
sources ot stress expressed by mothers. |

Wasserman (i984) conducted a longitudinal study with families using
the home monitoring intervention. Similar to the reports of mothers in
this stuedy, subjects in  Wasserman's study reporféd feelings of
isoltation related to- the reluctance of family and friends to visit
because of fears that "something might happen" while they were present.

Researchers report that some situations such as pregnancy and
é

parenthood evoke a great deal of spontaneous support, while other



L 102

V«,ltnmtwn& mvolving grief work such as the death ot an anfant or tm.*
threat of death evoke much Tess support (Helmrath et al., 19/8; Quint,
1963) . There s dalso evidence to sugyest that support 1o anticipation
of a stres<ful event 1s more difticult to provide than support during
or foltlowing a stressful event (Norbeck, 1981).

Adaptive maternal behavior is influenced favorably by the mother's
perceptions of her social support and others' \resporisos to her an her

‘ 1
role (Mercer, 19815 Russell, 1974).  Barnard (1981a) reported that
maternal involvement with the infant was correlated with the mother !
report of whether her needs for emotional support were met.

Doubts about the ability to care for a baby on a monitor have been

reported (Black et al., 19/8; Wasserman, 1984). Results of this study
indicate that mother's perceptions of others' responses to herselt, her
S SIDS-sabling and  the home monitormg intervention may be a factor
intfluencing the experience of mothering a 5105-sibling on an apnea
monitor. Mothers may need assistance to find ways of approaching
intolerant or well-meaning but nnsinfdrmed friends and relatives. As
wéll, a question arises as to the impact of a SIDS death on relatives
and friends.

The Apnea Montior

~

Participants in this study felt the monitor helped them relax,
sleep at night and feel more confortable with their SIDS-siblings. At
the same time, i1t was apparent that the relationship with the monitor
was an ambivalent one. Mothers were -thankful for the monitor but
wished they didn't need it and at the same time were apprehensiveéabout

giving it up. While the monitor is a source of ‘comfort, it is alsg a
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Constant  reminder  of  the  possibilaty kjf_ STUN. A question arises
(()rm('tj‘rnr]q the extent to which the presence ”.f the monitor aqgravates
the reoccurrence of grief with the bhirth of the subsequent 5T0S-<ibling.

The paintul nature of the decision and process of discontinuing the
mongtor was evident from the reports of mothers in this study and i
cupported by statements from others (Babkirk, 1981). Wasserman (1984,
reported that pre-existing pr‘\)\blemx worsened in families after the
monttor was  drscontinued, rvsul\t\inq in a high divorce rate (43%).

k\\
Families who <howed poor \(‘]f—((mfi\qvn(‘t’ were particularly vulnerable
to dittaculties discontinuing the u’wﬁ/itur.

Unlike reports trom other r‘t"l/t’dr‘(,hers (Black et al., 1Y/8; (ain et
al., 1980), mothers in this sample reported few problems managing the
technical aspects ot home monitoring. This may, 1o part, be due to
more recent, better home monitoring equipment and the availability-oft a

, «
home monii()ring program. few participants reported interference 1n
daily activities such as outings or household activities.  When
ditticullies were reported in these areas, ‘they arose from fears dabout
what was o safe octivity for a SIDS-sibling, rather than from the
technical aspects of managing an infant on an apnea monitor. The fact
that SIDS-siblings in this study were not usually monitored during
waking hours, may account for mothers' reports about little
interference in usual dailly activities. Mother-infant interaction and
the stimulation available to the SIDS-sibling were not directly
influenced by the monitor. Mother—in%ant activities were not curtailed

because the infant was on a monitor, but appeared to have more to do

with fears about SIDS.
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[n summary, while the presence of the monitor was a source of
comtort to mothers and qenerally did not interfere with aspects of
datly living or mother-infant activities, the monitor 1s also a
constant  reminder of  the possibility of  STDS. This  reminder may
contribute to onqgoing grief reactions. As well, others’ negative
responses may influence maternal confidence and hence the mother-infant
relationship. Further  research s .nc(;esxdry to  determine  the
individual contributions ot the apnea monitor, the loss of an infant

trom 510% and social support to the experience of mothering a S10S-

sibling on an apnea monitor.

The Loncepteal Model

The conceptual model wused 1n this study, 15 the (hild Health
Assessment  Interaction Model and is shown 1n figure 1.  The largest
circle represents  aspects of  the <’r|vir;<mment. The <smallest circle
represents the characteristics of the SIDS-sibling, and the remaining
circle represents the characteristics of the mother. The overlapping
areas of the circley depict the interactive effects that may occur
between the mother, the infant and the environment.

The results of this study confirm that characteristics of the
mother, infant and environment influence one another. As can be seen
by results presented in Table 11, low child and parent scoges occurred
together; whereas when parent scores were high, child scores were also
high. These results support the idea that the NCAFS instrument
msasures interactive behavior based more on reciprOC91 adaptation than

s

on consistent characteristics of the partners.. Similarly, as preésented

—
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o table 4, dyads who were more agdaptive during teeding interactions,

{ ,
alco obtained more favorable assessments of the quaxity of €timulation
avdallable to  the antant  in  the home environment . In particular,
/
{

cources of animate stimulation were less availaqlv to SIDS-sablings in
\
cases where interaction scores were less favorable.

Perhaps the most advantaqeous aspect of the Child Health Assessment
Interaction Model 15 that it demands the researcher>pay attention to
the complexaty ot 1ife  circumstances, maternal  beliets and  past
experiences  that  will anteract  to  determine  the  status  of  the
mother-1ntant roldtlonthp at  any point In time. Because of  the
complexitly ot tactors that may influence interaction dnd the  home
environment . early assessments are not necessarily interchangeable with
later assessments.  However, at any stage of the infant's life, the
presence of an organized predictable  environment with involved
responsive caregivers and reciprocal mother-infant behaviors, 15 an
indication of the potential for the ongoing development of an adaptive
mother-infant relationship.

Maternal attribution of risk to the SIDS-siblings  and  the

~
Jnterventions mothers created for the safe care of their infants could
be explored in more depth with the use of the Health Belief Model.
According to Chaﬁpion (1984), with use of the Health Belief Model,
. A
behavior can be explained as resulting from an individual's views of

the following four concepts: - ~

It

1. Perceived susceptibility or the likelihgod of experiencing a

potentially harmful condition.

*



Percerved <seritousness or how threatenaing the condition s to the
person,

1. Perceidved benetit  of  the effectiveness of  specitac behavior in
reducing the threat of the condition.

4. FPercerved barriers or the nedgative aspect (){ the anticipated

behavior to reduce the threat.

These  concepts may  be potentially valuable in future <tudies for

examning some ot the perceptions and behaviors ot mothers towards
therr ST0S-oablinge .

In  summary, the results of  this study help to contirm the
usbfulness of  the (hild Health Assessment Interaction Model for
(‘xp}dinin() i&E\era(tivv influences on mother-infant interaction. The
concepts used in the Health Belief Model pay be useful for determining,
more specifically, the ipfluence.of maternal perceptions of risk to the

SIDS-sablang on maternal behavior and hence to mother-S10> sibling

relatyonship.,

Conclusions

In general, mothers of SIUS-siblings in  this study were as
responsive to infant distress aﬁd provided as much social-emotional and
cognitive stimulation during feedings, as mothers in the normal group.
However, in comparison to normal dyads, mothers of SIDS-siblings were
less 's-ﬁu_sitive to their infants' social cues during feeding, and
provided environments that were more restrictive and less* favorable in

terms of the total social-emotional support and cognitive st‘imu]dtion

ovatllable to the infant. SI0S-siblings were generally as responsive as



tanto o an nergal dyads and exhabated a0 varaety  of o Communicat von
crtenala and cooral cues tar thetr aqges.

Un closer anspection ot the SIBS-aObTing cample, two protiles of

) <
mether canfant interaction and the <timuglation an the home envirgnment
+

cimerqged. Une group ot three dyads were characterized by less favoratle
heds and ameunts of  ctimultatron during the course ot daily lite and

tewer  soct1al exchanges during feedings; while three rematning  dyads

wer e characteriyed by more maternal iovolvement and verbal and tactale
. s
exchanaes both dur rng and wut\lde‘\'«\f the teeding Sttugtion,

It seems that an thie sarple, clove proximity between mother and
St eaaablhioa did s not s necessartly  anduce  developmentally  positive |
chanaes an the mether-infant interaction.  Factors such as attr#utron
of large i<k and  concerns about intant  behavior,  <showed  more
cumsistent patterm in terms of maternal responsivity and involvement

with the 1intant.,

Several tactory may have accounted for  the more  tavorable
L

Interactions exhibited by three of the six m()the[‘-‘f)H)L sibling dyads.

The<e  factors characterizing dyads obtaining more favorable Scor -
inc luded:

1. Mothers tended to be older with slightly more education.

2. Mothers were slightly more experienced with monitor management .

3. The SIDS death occurred with the first-born male.
4. 510S-5iblings were all male.

5. SIDS-siblings were slightly older at the time of data co]lecfgon.

6. Mothers expressed fewer concerns relating to finances, employment

and health of other family members.



More time had elapused since the ST death of the previous infant .
.0 Mothers attributed o areater deagree of vick to the STON <ablings.

Maternal  attribution of darge risk to their SHDS-<iblings,  the
tendency  to view <ome infant <leep activity behaviours as potential
hie-threatening  events, and  interventions tor  the care ot the
Sis-<abling created on the basi< ot memories about the SI0N death were
reminiscent ot the grieving process. It owas expected that as the time
interval <ince thg ST0% death ancreased, aoothers would attribute lees
1ok to  SIOS-<ablings and exhibt more favorable Imteractions.
Althouah muthm‘v\I[)‘.I\.lt»]m<1 dyads obtarned more tavorabile mtm‘mtu;n
scores as the time elapsed <ince the S10S death incredsed, these sane
dyads attributed a areater degree of risk to their SIUN-siblings than
dyads who had experienced the ST0S death more recently.

Factor< in which no patterns emegqed in relation to attrabution of
risk or the separate profiles on interaction and the home environpent
¢ luded:

1. Maternal confidence Vm the accuracy of monitors.,
2. The severity and frequency of monitor alarms.
3. The hours per dgy of monitor use.
B
4. The proximity 46f anniversary dates to the E)me of data collection.

Many areas for further research concerniﬁq the impact of the S10S
death on mothers and subsequent infants have emerged from results.
Some of these -research areas include:

1. The length of ‘the grieving process and the extent to which grief

reoccurs following the birth of the subsequent 510S-sibling.

2. The influence of time elapsed since the SIDS /death on maternal



perceptrons of the  SUS-<abling  and  contaadence n parenting
abilities,

1. The extent to which the use of the monittor agqgravates or eases
arret reacthrons whach may occur an antrcipation ot the loss ot the
subcequent STRS-<ibling. ~
Mothere' descriaptions ot their Tives, underscore the exhausting

frature ot the worries, tears, danxteties and i1solation experitenced with

the Toow ot an antant and care of g cubsequent STDS-<ibling on home

monttor 1ng. In general, at appedars that tactors related to the Sibs

death contrabuted to the mother-410% <ibling relathonship as much or
'

poscably more than the home monitoring experience. While the presence

of the monitor is a reminder of the possibility of S1DS, it is also a

Csource ot comtort oand  reassurance  to the mother. The  1ndividual

contraibutions of the SIDS death) home monitoring and other factors to

the mother-5105 <sabling relationship cannot be determined from this

study. ‘turther research 1s warranted.
Limitations .

(aution 1n viewing the results of this study 1s advised. While the
data presented may suggest factors such as maternal attribution of
risk, grief reactions, time elapsed since the SIDS event and previous
child care experience have affected the adap‘nve mother-S1DS sibling
relationship, no cause-effect relationships can be assumed. DNue to the
small sample size, these results should not be generalized beyond the
group to which they apply. "In order to ident;fy the individual

13

contributions to the mother-infant relationship of home monitoring,



Tosa ot an antant, and, other factors, a more controlled <tudy would be

necessary.  The limitations of this <tudy are as follows:

1. The vample was voluntary and small an \‘1’/(*.
The vtuhmty and reliabibity of maternal attribution of risk and
reports about aspects ot home  monitoring dare Timited by
participant<' insight and willingness to verbalize their thoughts,

teelings and perceptions.

boowledae ot participation an o <tudy may have intluenced materndgl

behavior and responses.

The anternal consistency ot the HOME Ionventury and N(/\Pf‘ were not
determined from the data obtained in this study.

. Farly HOME  Inventory and NCAES assessments  are not necessarily

mmterchangeable with later assessments.
6. The reciprocal quality of dnteraction during teeding does not

necessarily reflect the quality of interaction in other contexts.
Nursing Implications

Generalizability of the study findings are limited because ot the
small, non-random sample. Implications must be considered in view of
the lTimitations and, at this point, are not generalizable to a larger

,~— bopulation.
/N

Implications for Nursing Practice

The role of the nurse who is part of an organized support system

for parents caring for infants on home monitoring, 1Hc1udes {(McElroy,

Ruginis, & Shaefer, 1979): 4/

1. The provision of accurate information which is timely, sensitive
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and relevant o
. The prL»vnmn ot emotional <upport based on accurate under<tanding

ot the stresses that may be encountered under o varilety  of

clrcumstances.,

to The <trengthening ot parents' problem-solving skills and coping
strategies.

A0 The mobilirzation ot potential helpers who can respond sensalively
and provide parents with temporary reliet .

S. The early adentiatarcation of tamilies experiencing stress which e
greater an dearee and lasts Jonger than usual and who may require
addatronal support and redssurance to manage diftarculties
(Favorito, Pernice, & Ruggivro, 1979).

t. OUngoang assessment and intervention aimed at promoting synchronous,
reciprocal 1nteractions, enjoyment of the infant and an environment
condug ve to normal 1nfant development.

What 1S most stgnificant about the area of parent-infant
relationships, 1< that symptoms do not alwdays exist as a stimulus to
seek help.  The nurse 1n the community or home monitoring program may
follow the mother of the SIDS-sibling during pregnancy, ‘thr()ughout the
home monitoring experience and for a period of time following
termination of the intervention. Moreover, she is frequently present
when members of the family are together and can actually observe their
interactive behavior. She- perhaps has the broadest contact with the
mother and her human and physical environment.

The findings of this study indicate that sdme mothers needed

assistance to interpret the meaning of their S1DS-sibling's behavior.
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Nur<es are inoa position to provide some structured interventions to
help  mothers  "s<tep back™ from the details of the S10S-sibling's
behavior and look, instead, at patterns and the variable meanings of
those patterns.  tor example, Fhrough the use of anticipatory quidance
about infant developmént or having mothers keep records of infants'

sleep-activity patterns, nurses may provide information that will

decrease  maternal  anxiety and  offer  alternative explanations tor

chanqges 1n anfants' behavior. Discussions about the SIDS-sabling's
P

behavior aftords opportunities to clarify misinterpretations.  As well,

the nurse (én validate parents perceptions about their infants, thus
helping mothers to  become more confident 1n their own parenting
skills. As  mothers discuss their SIDS-siblings with an  active
Iistener, 1t provides a means of confirming perceptions about the
infants' adaptability. Such discussions may be particularly important
when planning to discontinue the monitor.
' Because doubts about parenting abilities may arise when mothers
have experienced the unexpected death of an infant, opportunities to
discuss ordinary baby care such as feeding or dressing for outdide
weather may be reassuring and promote the comfort of the moth in her
role. Mothers who experienced the SIDS death of their first-born may
be in particular need of opportunities’i& discuss infant behavior and
care.

The greater-than-anticipated willingness of participants to discuss
areas of their life that might be considered sensitive and painful,

even months into the home monitoring experience, is a clue that nursing

support shodl include frequent opportuﬁi??es to discuss painful

~



memortes  and present  fears  oand  anxieties. Results  of  thas <tudy

indrcated that mothers ot SIDS-siblings were in more need of support

during the tollowing times:

1. When STDS-<ablings were 311, »

Joo During  the early months when  mothers know  SIDS  occurs  more
frequently.

Ao Anmiversary dates related to the previous infagt.
A

’

4. When planning to discontinue the monitor. W /

ho Durang developmental  changes, particularly anvolving <leeping and
teeding patterns.,

. It the anfant experiences apnea requiring intervention.

Comments  from mothers indicate” when events with the subsequent
mnfant were <idmitar to events that occurred prior to the S10% death),
maothers experienced more distress. For example, the mother who arrives
noemergency with a S[DS-sibling who has developed a cold at exactly
the same age as the previous infant prior to death, is understandably
upset.  In such a situation, the mother's concern is ant Just dabout an
infant with 4 cold. Certainly, i1t suggests that questions need to be
asked by .hedlth-care professianals to identify the psychological
implications of mothers' concerns about SIDS-siblings, as well as
SI0S-siblings' physical health and well-being.

Because of mothers' perceptions of avoidance responses by others
toward SIDS-siblings, it might be Jmportant to touch or hold a
S10S-sibling frequently, during any nursing visit. Time spent with the
total family, {E]atives and friends ’of the fami]y. may help to

facilitate their understanding of the monitci and SIDS. Visits made
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when friends are present may al<o provide an opportumty for mothers to
Tearn  ways  of  explaining  home monitoring  and answering  others!
questions.

Some ot the fandings in this study aindicate that mothers provided
much anstrumental care to SIDS-siblings but some were inclined to pay.
more attention to the technical aspects than the social nature of
caregiving situations.  Because S10S-siblings are closely  supervised
and  watched, mothers are in a favorable <ituation to enhance  the
tntant's development through play and other soc1dal exchanges . Nur e
should be aware of the importance of reminding mothers of opportunities

-
for promoting the intant's development during the houry ot Close
supervision,

tmphasis should also be placed on the value of time awdy from the
intant and the value to the 1intant of contact with other adults,
including the father. Ways of helping mothers to increase the number
of people available for providing relief ftrom infant care, would seem
to be o priority for mothers in this group.

Mothers who had many problems related to life circumstances and
were less energetic and involved with their infants may require a
different set of nursing interventions. In these cases, maternal
involvement with the SIDS-sibling may depend less on information about
infant development and behavior and more on helping mothers to mobilize
potential helpé&s who can provide physical and emotional support.

‘ﬁ; Because mothers wused information about SIDS to help determine
caregiving interventions, ircluding times to worry about  the

SIDS-sibling, it may be imporcant to ensure that mothers have accurate



information about 1040 For example, one mother in this study thought

that the rate ot SIDS tor the econd child increased from 171000 to
17500,

Like all babies, the STOS-sibling will outgrow the risk for $10%.
When  parents perceive the anfant is vulnerable, then hope for the
child'< survival may involve wishing dawdy time that might rather be
spent without the uncertainty and anxiety of a lite-threatening event.
Anxtety about the future can interfere with the ability to capture the
enjoyment  of an dmmediate  moment. Feedback  to parents about  thear
infant s <ocial behavior, developnental advances or responsiveness to
the parent, can cue parents into those interpersonal moments to be
enjoyed Tand rveinforce their capabilities as parents. Nurses have a

a

role an all health care settings with reference to promoting the

’z
parent’s and anfant's abiiitties to mutually enjoy time together and
establish a relateonship that will support the infant's health, yrowth

and development .

Iﬂ)j ications ftor Nurs ﬂl‘(L‘Rt‘St‘dr( h

The results ot this study have implications for turther nursing
research.  Some areas to consider for research incliude:
I. The 1mpact of a SIDS death on relatives and friends of the tamily.
2. The effect of sociel support, including nursing intervention, on
the mother-SIDS sibling relationship.
3. The impact of home motritoring and loss of an infant due to SIDS on
the father-SIDS sibling relationship.
4. The length and extent of grief reactions following the S!0S death

and with the birth of the subsequent SIDS-sibling.

\

Sl
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HoooThe long-term relative  contributions  of a4 SIDS  death, home
monitoring, Tife circumstances and social support on the
parent-child relationship.

6. Stres<ful  points during the home monitoring experience with a

\ ST0S-<ibling. a

\ o

"Because nursing contact with parents during the home monitoring
experience iy trequently done vig the telephone, nursing intervention
studies might  includ®  the eftectiveness of various role cues  and
information given to mothers over the phone for promoting adaptive
mother-intant relationships and influencing the edse  of  the home

. ‘ ‘é \” .
monitoring vxpm‘kem THi% type ot study may be particularly relevant

for families 1n rural dareas.

Recommendations

IPr]or to recommending specitic changes in nursing-care of families
with 5105-s1blings on the home monitoring intervention, « <imilar study
shou l_(l kt)e conduc ted. The tollowing recommendations are made  to
Increase the generalizability and specificity of results:

1. A larger sample size.

2. The use of a control or comparison group such as a matched samp le
of mother-SIDS siblings not using the home monitoring intervention.

3. The refinement of questions to determine more specifically, the
contribution of maternal perceptions of the S]DS-sibling on the
mother-infant relationship.

4. The use of previously tested instruments to measure such variable,

as social support, 14{e stress and the extent of grief reactions.
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-
N

Lo A Tongrtudinel method to determine the stability and (Hff(’rt‘nnx i
the mother-510% <ibling nteraction in (1iffer‘erllt contextsy  and
durina ditferent point< in the home monitoring experience.

. The measurement  of  variables to determine more completely, the
contrabution ot the  SI0S-sibling  to  the ongoing mother-child
relationshap. These  varitables could include  such  measures  as
mtant development, intant temperament dnd the predicatabliiaty  of
totant ‘v Cleep-activity patterns.

Mothers who were receiving ongolng care trom public health nur e
found this support  very helpful. [t is further recommended that g
reterral  to publac health  nursing - be  made  tor  mothers  with
STDS-sablings  on home monitoring. Ay well some mothers felt their
mmithel expertence with home monitoring may have been easter 1t they
had  received anformation  about  the apnea monitor during pregnancy
rather than following the birth of the SIDS-sibling.

Eecause the infant and parent are a system, then=d health concern
related to the infant must atfect both parent and infant and  some
aspects of the time they spend together. Based on the assumptions
that: {a) parent-infant interaction evolves and changes with life
circumstances and (b) the impact of stressful circumstances on the
infant and parent will be reflected in the qu‘ality of their
interaction, it is believed that any research on the impact of home

monitoring should, 1in part, focus on the parent and child as an

interactive system.
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o

Intformation About HUME Monytoring

Date of previous anfant's death ) S
Age of previous intant gt death o
Birthdate of deceased antent /

bDate home monitoring was bequn
with <ubsequent nfant

Dates ot apneda or bradycardia epirsodes requiring stunglation or

(PR to terminate .

Intervention

Nature and Date ot Incrdent



1o,

Marital Statuy:

Date of birth:

Intormation About Fann ly

Single o Married
Widowed Mvorced i
Mother

Father

Gther chaldren an the tamily:

Present Uccupaton:

Pather :

Mother :

Years ot Scheolina:

l)_dkt‘(’r 0 t ] ‘Hilert h

Father
Mother :
thghest academic level: Mother father

Less than High School

.h

High School diploma

o A
Some (College/University

College/tnivesity Graduate
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7Uglnﬁ@tlun About bﬂﬂlgn}ﬂ]ﬂﬁ

\
bate of Bairth e

Age ot anfant when home monitoring began

Weight of intant at bHairth

Premature : Yes

[ntant 1<
Breast fed

Bottle fed

On sold tood

(o you have any concerns about your infant's teeding?

Do you have any concerns about your infant's urowth or development?

\\



1%7

Yo Whach category best describes your thoughts about the chance of

your antant having an episode ot apnea or bradycardira?
No hance
STiaht chance .
Moderate chance

large chance

ta, Which ¢ dte’(J(WT best describes how contident o dare that the
monitor feedback you recelve 1s accurate?
’

L. Mot confadent an the accuracy of the monitor

)

oo Shightly contrdent in the accuracy ot the monitor

. Moderately confident an the accuracy of the monitor

4. Very confident in the accuracy of the monitor

JO0 0 How trequently (per ddy/wvvk/rmmth)‘Uo you communicate by phone or
N person with:

Freq uency Phone In Person

a) @ home monitoring buddy

O) @ comnmunity health nurse

) 4 staftt member ot the
home monitoring program

(nurse or doctor)

d) a member of the SIS group
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Interview Guide tor Home Observation

The wpecrfac wording ot these questions 18 based on the strateqies
and approachs o recomnended  an the HOME Tnventory Manual  ((aldwell &
Snyder, Nede 5.

We ~are anterested an knowing the kinds of things your baby does when

he/<he 15 at home. A qood way to get a picture of what hisv/her days
are ke s to have you describe a typical day for your child--like
yesterday, 1t that was typical.  Just <tart from the time he/<he wakes

upand  tell me  all of the thingy he/<he does, the thing. you do
together and something about hais/her routines .

Frobing Questions tor Specifac [temat

[ter. /--Mewwiness

Some  chaldren ke to play with things that are messy such as mud,
waler or food.  Does your (h1ld ever want to do this kind of activity?
Uo you have any specral rules or quidelines tor your baby and play that

-

1S ngssy ?

Tter Tho - 1}\117;('

What works be<t for you in terms of hi< or her discipline at this age?
Ho you ever need to physically punish him such as slapping his hands?

If Yes: About how otten per week would you need to physica]]y punish
him/her?

[tem 19--Pets

, Do you have any pets in your home such as dog, cat, bird, fish, hamster?

-

-

* The order in which these questions are asked may vary to
accommodate the flow of the conversation.



Jo0)

AochTd as voung cas ) oftten ties a mother down. Do you manage to have

some time away 1n the daytime or evening!

It Yes: Who takes care of "X" when you are out?  (an you usually ¢ount
on hmzher or do o you have o difterent person each time?

[tem B 1- ~brocery Store

Dooyou and X ever have the chance to go to the qrocery store together ‘e

N\

It Yeor  About how oftten would you be able to do this activaty together s

[tem o-Out inage
Do you ever have an opportunity for time outside of the house with X
for example, 10 the backyard, 4 walk, or visits to the nelghbors ¢

It Yeo: What kinds of activities do you do outside of the house?  How
often (per week or month) would you have an opportunity for
these activaitaen?

ITtem Z23--Doctors Visate
A SRESALA TR LA L .

How otten does X viait the doctor or the conmunity health unit

Jtem 24--Place tor Toys

Are there any special arrangements for where X keeps his toys?

Item 36--Household Chores

Getting household chores done can be difficult when you have small
children who need a lot of attention. How do you arrange things while
you are doing dishes, laundry or housecleaning? Is X usually asleep or
on the monitor in another room or do you find yourself conversing with
him/her while you are working around the house?



What are come ot the things that X 1< Jearning to do at this age:s  Have
you been able to help hm learn any of these new activitaies: What
kaind< ot things do you do that help?

[tem 38--Investment an “"Matur mny TUI\"

o you ever have o chance to <1t down and play with X7 What kaind. of
things do you do when you play together? How does X usually qet
started playing with a new toy he has never seen before!  (an you help
hone get anvolved with the new toy or does he figure 17U out hameet s

[tem 39--Structuring F’la‘y Perrods

N

Une day-to-day basis, how does Xoqget started playing with oo toys?
Do you soaetimes fand yourselt <atting with him or does he get started

on his own'?

Tter an--proy 1des (hal lej_lxiljvi Toys

How do you usually decide what kinds ot toys to select and otter x at
his age? What are some ot your quidelines?

[ter Al--{are by Father

e X'« tather able to do any of his care during the day or evening?
What kand ot care does he do and about how often?

Item 45--Number 0f_§29£§

Does X have any books of his own?  How many?

Item 47--Reading Stories

-

Does X sometimes like someone to read him a story? How often would
this activity occur?
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[tem  43--Mea l_ _/\Vrr‘ianiv»nwntrx

How do you manage meal times at your house? Do you feed X at the table
with the rest of the family or does he usually eat his meals sepdrately

at another tme?

[ ,t;"f”,iq,‘f_R_“,] at tves,

How often do relatives come to visit your family?

1

It ems Ll —»}_dr-’- IQ)//\

['moanterested an seeing some ot your baby's toys, where he heeps them
and some of his favorite things to play with.

[t toys are not avarlable tor viewing:
What kinds ot toys or dtems n the house does your baby Tike to play

with? -

and Y

I have o list of things to play with that some mothers have provided
for their children. Which of these things does your baby have and can
you add anything to my list?

(See Ttems 26-34, Appendix 2)

Item 11--Response to Praise

Find one or more occasions to praise some characteristic of the baby.
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As part ot the anvestigation about infants on home monitoring, | would
like to know more about the number of monitor alarms that occur and
your thoughts about the reason tor these monitor alarms.

On the sheets attacked to this form, please keep a daily record of each
twme a monitor alarm occurs, with the exception of the alarm  that
occurs when yeou are attaching your baby to the equipment.

Un the sheets provided, there is a spdce tO:D]dLOZ

1. The date of the alarm

Z.  The time ot the alarm

3. Whether the alarm was continuous or intermittent

4. A check mark under the cateqory which best describes your thoughts
about the reason for the alarm.

Reason for Alarms

Apnea--check this cateqory 1f the alarm occurred because the baby was
not breathing adequately.

Bradycardia--Check this category if the alarm occurred because of the
baby:s heart rate.

tquipment--Check this cateqgory 1f the baby was okay and the alarn
occurred because the equipment was not working properly or needed to be
readjusted.

Uncertain--Check this category if it could not be determined whether
the aTlarm occurred because of the baby's breathing and heart rate or

the equipment.

1]

Keep your record and I will pick it up during our last scheduled visit.
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STUS Saiblings on Home Monitoring:
A Descriptive Study

Nurse Researcher: Sherry B. Hayward, R.N., B_.S .N.
Master's Student
Department of Nursing
University of Alberta
Phone: 433-0152 (tdmonton)
249-9633 {(alqgary)

understand that | am betng asked to participate 10 a nursing study to
IM more about the expertence of mothers and intants who are using
wme monitoring intervention. '

[ am wrlling:

1. To discuss iy infant's datly routines and schedules and how
he/she 1s growing and developing.

O To have the nurse researcher observe me in my home on two
separate occasions while I feed my tnfant.

3. To provide some information on family bacﬁqround (e.g., dates
of birth).

R 4. To keep a daily record for four weeks, of all monitor alarms
and the reason the alarms occurred.

[ understand there will be four home visits over a four week period
including:

i. An interview to discuss family background information (30
minutes)

2. An interview with me and my infant to discuss my infant's
daily routines and development (6('71nutes)

3. Two visits to observe my infant while he is being fed (30-45
minutes each from the beginning to the end of the feedfg)
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I understand that:
I. [ may retuse to answer any questions.
I may withdraw from the study at any time withoul penalty.

3. Information obtatned by my participation will be <trictly
contidential.

4. The tfamily members will remain anonymous n dany reports  or
publications.

Y. ATT ddentifying information will be destroyed tollowing the
completion ot the written report.

b. There may not be any direct benefats to me or oy tamily by
participating an this study.

AR Ihe nurse researcher will have access to my intant's hospital
record.
8. A research assistant may also be present for some 1nterviews

and feeding observations.

I have been given the opportunity to ask questions about the study dand
they have been answered to my satisfaction. | understand that | can
ask the nurse researcher further questions at the time of the hone
visits or by phone.

I voluntarily agree to participate as a subject witl my ntant an this
study.

Date Signature of Subject

I have discussed this study and the items listed above with the subject.

Date : Signature of Nurse Researcher



