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ABSTRACT

The study gafhered information from parents raising
a déveldpmentally,disébied chil&. The dété were gathered
by utilizing the Questionnaire on Resources and Stress-
Sho?t'Form,,and twovopen—ended questionnaires developed
‘by'the researchers that weré used as guides to conducf
Semistructured interviews. The participanté'received
sérvices from a cbmmunity agéncy aﬁd/oi support group
: deéigﬁed to benefit parentsv;aising deVelopmentally
disabled children. The.pufpose of thiS'étudy was to
explbre the unique experiences and specific ﬁeeds of
single parent families while assessing thé;; levei of

stress raising a developmentally disabled child.
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" CHAPTER ONE

- INTRODUCTION

;%{lProblem.Statemept

- The Developmentalbbisabilities‘AssiStance and Bill
Qf»Rights‘Act,VanvaublichaQ:95—6O3(Slater’& Wikler,{
’1986l,‘defined'a developmentallyidisabled person as |
having a‘“severe,'ehreniefdisability that-results‘iﬁ
,Substantial'functiesal"limitatiens‘in‘three‘or.more of -
.thelfOllowing majer areasficapaeiti for self—care,
receptivity to lahgdage,and useldf laﬁgﬁage( learning
~ability, mebility;,self;direetien; capaeity'fOr ,
kiﬁdependent living;;andAecOndmiClself—SUfficiehcy” (p.
L385). This includes persons With mental retardation,v'
’eerebral palsy, epilepsy, autism, “and other disabling'
eonditions phat require tieatment Similar to that for
individuals who are:developmentally_disabled (AmeriCah'
Assoc1atien ef Mental Retardation, 1992) .

prior to ‘the l960's, children with developmentalzu

disabilities‘were.often placed outside the home -
According te Slater and Wikler (1986) p“pﬁere Qere two
ecriteria why children were placed out ef their homes 1)

The child’s ﬁamily was‘unable to»provideja supportive'.'



environment, and 2) the family would have a difficult
time staying together” (p. 385). However, with changes in
the awareness of psychotropio medication, and legislation
reforms (PL 94—142, PL 99-457) developmentelly’disabled
children are able tobremain in the home. |

In today’s sooiety divorce rates are high and mény
parents find‘themselvee raising their developmentally
disabled child alone. However,‘there is not mnch research
on parents reisino ohildren with developmental
disabilities, Mothers have been'included in many studles
that evaluated their feelings as caregiver of a disabled
child. However, single mothers were not the main emphasis
in many studies.

Fathers were minimally included in studies as a
parent needing support servioes and assistance adapting
to their disabled‘chlld. One reason is that mothers are
typically;responsible for oyerseeing the duties of their
child’'s edncation and development, whereas men are
generally looked upon as the provlder for their families.
Singlevfathers; however, are responsible for the eame
duties ae morhers, whlch includes being solely
responsible for their child’s npbringing. Nonetheless,

society has stereotyped fathers to believe that only



certain duties are appiicabie to their role as father and
piovider for their family. |

With the increase in single fathers due to divorce,
and more cohabiting and nonﬁarital,relationships, more
fathers will have an opportunity to be custodial parent
fof‘their disabled chilq. Single fntheis and single‘ |
mothers are not lonéd upon as providing a recip;ocal
family envifonment compared to that of a marital
relationship. Féthers, however, are looked at as
providing a steady( nurturing; disciplined environment
for their child because they set limitationé and
establish rules (Cummings, 1976) . Fathers who navé a -
highér educational‘level are’ known to pfovide a better
stable environment economiéélly‘for theirvchild (Eggebean
& Snyder, 1996). Unfortunately, the accountability of
good fathers is vmisunderstdod due to the lack of
réséaréhvand eVen‘less so for single fathers raising a
dévelopmentally disabled child. Therefore, meeting.
support services”negds for this population may be
limited. |

There is a need’for support services'fOr single
parent families rearing children with dévelopmentél

disabilities. Karp.and Bradley (1991), defined family"



support serviéés as,vgan arféy of practical supporfs that:
are‘determiﬁed‘by individual'family needé.'Ideally, |
‘family support‘is fiexible, focused on the'ehtire family;
changes  as family”needs,éhéﬁée; encourages families to
use’natﬁral community supports} and provides a’conveﬁientv
ahd centfalvaccess toiservicesfand resQurces” (p. 2).
Subport services,'theréfore can aiso be‘fespite} family
coﬁnséling, case management/ adaptive’equipment, medical
care, Sﬁpport groups,‘recreational,serviCes, and
transportation{ Thevpurpose_of thesé,services is to
reduce family stress and keep‘éhildren‘with developmental
disébiiities living at‘home with‘theif families as long
~as possibie.

: .Singie parents‘heed quaiity support serviceélfo
‘assist_themiwith‘the struggles.of faising a child with
deVelbpmeﬁtai disabilitieé (Freedﬁan &vBoyer, 2000) .
According ténFréedﬁa@ and Boyérv(2000), little research
has been done ohbtheveffectivéneés of such services.
Studying single parénts who.care for a devélépmentally
disabled child has become important becéuse in the years
to come these families will be more common.

Traditionally, women have been the dominant

caregiver in the home for their children. However, this



trend is subsiding with more men becoming Single fathers
and taking the responsibility of raising a
developmentally disableo child. As mOre‘aingle parents
” begin caring for theii developmentally diSabled child,
there is a need for more internal andvexternal‘supports.
The support must include"instrnmentalp'informational, and -
emotional support. As defined by Gottliebv(1983l
instrumentalisupport;provides monetaryisuppott,‘
informational supportwprovides:ﬁeeouroee,;and emotional
supportbentails proViding'empathy.andvconcern.

PreviouS'researon stuoied:single mothetelwithe
handicappedtcnildren as diffeient‘froﬁ.tneir married
counterparts (Schilling, Kifkhalesnow,»&-Schinke, 1986) .
This atudy found‘no»signifioant diffefenoes‘betWeen‘the
two types of mothers Whentreafinglé,disabled Child}’
Another study»aesessed”mothers.perceived.level‘of'eupport
whenicaring[for a developmentally disabledfchild
(Marcenko & Me?era, l9§2)liThe refe:enceovetndybonly
7asseesed motheré*aseoa;egiverSA by inoorporating.single,
mothere'into the stuoy. |

A study-done with fathets;asseesed the impact of the
disabled child on‘the fatner (Cummings,>1976),iand

fathers as intervention;agents for their developmentally



disabled chiidi(Rﬁsseii-& Matson, 19985. These,studies
Werevdone to measure thevfatherfshstress level and their
feelihgs abeutbtheirbhandicappeeechild;‘H0wever, researeh
vlS needed excluSirely on Sihgle harents ahd their
-reactiohs ‘and feelings about their disabled child and
what support serVices would suit the families‘

There 1is a needbto look at the factors that affect
sihgle parent famiiies such.as roie;conflict, emotiohal
impact, support’system;"ecetera; Support may be a family
member ornonhandicapped~siblin§} heWever, family members
may be finahcially»iheapable‘Qf‘providing support or live
too far away to be:utilized‘asia resource. Siblings
sometimes may be too young oriresentfthe develepmentally
disabled child.>Conseqhently,,sihgle barents heed support
serriees and human‘Service professionals:haVe to know how
to assiSt:these‘families.‘This study hopes to fill the
gap in=researeh eonducted‘on hehalf of single parents‘
vraising children with‘deVelopmental disabilities andf
their available support resources. | |

bThis.exploratory sthdy will also>examine the stress
levels of single mothers‘ahd fathers raising childreh

with developmental disabilities, and fremvtheir



perspective, what support services they feel are

. nhecessary.

%%£f>Problem.FQéus

Since the éarly 1980's, families have been
ehcou;agéd to care fo% théir disabled éhild in the home.
kﬁarents écceptéd the reééonsibiii£y without‘fully knowing
theiimplicationé‘it.would haVe on their family. The
emergencégof éingle paténtiﬁgfcurrently includes more
fathérs accepting the-fole as caregiverfvSimultaneously,
more mchers are becomingvsinglé parents~solelyrcaring
for their disabled:aﬁd néndisabled childfen; Mothérs have
been programﬁed'to be a caregiver énd nurturervfrom their
Up'bringing. HoWever, most éingle mothersvénd.féthers
face mény challenges céring for a disabled child.
‘PraCtitidnérs Can have a gréat influence on parenfs who
are learning tb §Opévwith a Child Qith devéloﬁmental
'disabiiities.

The completioﬁlofvthié stdy ié expectéd to provide
praétitiqnéré‘with'the’knowlédge’to identify siﬁglé '
' pérentsf‘needs. Generally,bpféctitioners focus on the
Child;s needs. But? ﬁhe ¢hallengé is ﬁo also identify the

needs of the family. Each family'member's role has to be



assessed to deterﬁine»What ways the single parent can
receive support with child care responsibilities. Social
workers have to go beyond linking parents to resources
and .analyze the»single parent'as the‘solevprovider for
their child. Thus they can assess what informal and
formal_supports»they'need, e} they are able to function'
independently. Hopefnlly, this research will guide
practitioners when assessing a family and linking them to
the appropriate services.

Single parents have to make up for the loss of a
missing parent,‘which requires professionals to be even
more sensitive to their families needsas a whole. There
are limited studies on singlelparents withia disabled
child. With the increasing pattern of single parent homes
caused by separation, divorce, death, or nonmarital
relationships, the goal of this research is to develop an
: nnderstanding of their needs. This study.will attempt to
answer the following qnestions‘about‘single parents
raising children with developmental disabilities:

. What stress do sindle parents experiencev

raising’a child witn a-developmental

disability?
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CHAPTER TWO

REVIEW OF THE LITERATURE

At the beginning of the 20t

century, families often///'
felt ashamed of their children‘with developmental i
disabilities and were advised by their physicians to

place them in institutions (Mackelprang & Salsgiver,

‘1996); During the second half of the 20t

century, the
- medical model was:used:to treat péople~wifh developmental
disabilities. Physiéiahs made the decisions and informed
patieﬁts and their parents about their decisions
regarding treatment and services. If the famiiy or the
individual disagreed with the physician, they Qere
withdrawn from services (Mackelprang & Salsgiver, 1996;
Mary, 1998). : |

According to the.Célifornia‘Department of
Developmental Services (DDS, 2000), aéproximétely 42,401
childrén between the age‘of 0 fo.13 are diagnosed with a
deveiopmental disability. Theré are approximately 4,759
vchildren age 0.£o 13 going through an assessﬁent aﬁd
intake that might have a developmental disability. L
Approximately-l3;36l children under the ége of 2, are

served by Regional Centers in Califbrnia‘for being at



risk of a‘developﬁental disability or developmentally
b’pdelayed (DDS? 2000) . Approximately 85% to 90% of people
with developmental disabilities live‘at home with their
families (Karp & Eradley, 199l;>Freedman & Boyer, 2000) .
As the number»of.children with developmental disabilities
living at home increases, many researchers ‘have sought to
study maternal parents and their relationship with their
developmentally disabled chHild (Wikler & Haack, 1994).
There is extenSive literature that pertains to
families with cnildren.with disabilities in general,
families raising avdisabledchild'in the home, and
mothers raising Children with disabilities and their
stress level. But, veryffew‘studies have assessed fathers
raising cnildren‘with disabilities and their stress
level. This~seotion'will include research literature
pertainingptovthe'emotions that parents experience'
raising a childeithta developmental disability,_the
N parents predictors of stress, background information‘on
‘Single mothers and Single fathers, and support services

'jcurrently available to parents with a disabled child
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vEmetions Raieing Childfen
with Developmental
Disabilities

Reportedly; the first phase of dealing with the
’reality of having'a dieabled childbis denial (Mallow &
.Bechtel, 1999)_}Bothbparents ere upset,_heart broken,‘and
offen:blame theﬁeelves_for theif ehild;e:disability. At
' timee pa;ents aleo,blamé}eacﬁ ether. A study conducted by
Mellow aﬁd Bechtelb(l999) exaﬁined the chreqie eorrow
perceived by mothers and fathers of developmentally
disabled children.’According to‘Mallow and Bethel (1999),
chronic sorrow‘is defihed as “the intense recurrent
feelinés of sadness, Which'vary from time to time for the
~ same persone,vfrom situation‘to siﬁuation, and frem one
family to another”‘(p. 31). The mothers will immediately
express chronic sorrow after‘the diagnosis, whereas the
vfathef’e emotions turn to‘frustration end resignation
,-(Mailow'&'Bethei, 1995). A study:by’Farbe; (1970)
indicated'many=“family upsets” in famiiies with‘a”
disabled childbwithvan IQ’Qf 55 or lesef

When a child is diagnosed with a disability, the
marital relationship becomes strained. The mother’s and

father’s traditional roles clash which causes a strain on

“both. Parents noted having doubts, fears, guilt, and

12



maledjustment problems (Farber, 1970); Tﬁe fethe:sefeel
excluded and inferior to the methers beceuse She is the
nurturer, whereas his traditional role is to be the
previder‘(Fathers Network, 2000) . Accepting the fact that
the child they dreamed_of‘is different from other

- .. children is hard. Most efteh motherslare able to deal
with their grief,and,start caring for their child as if
they were not disabled. This may be how they learn to
deal with any anger,,grief, or resentment. On the other

" hand, men‘seem to deal with their grief in a passiVe way.
They tend not.to_take their grief as hard as the woman
does, but they deal with it in a more quiet way.

Fathers can experienee depression, weakness, anger,
guilt; and feelings of powerless, and their feelings may
be seen instead through addictive behaviors such as
drinkiné, substance abuse,.or becoming a workahoiic.

- However, the cases of men turning to destructive behavior
are rare(Fathers Network,ZZOOO). As noted by a case
manager with Inland ﬁegional Center, men do tend to move
on wifh theif lives‘and have the eame responsibilities as
they did if they had e nondisabled child. But, the mother
still continues to take on most ofvthe‘caregiving while

the man resumes the provider role (Caee Manager, 2000) .

13



Undeﬁstandably, a father as the provider for théir
family will have woriies‘that~include‘increased chila—
rearing cost, finanges( stigmatized idéntity, social -
incapacities, andviack of knowledge about their child’s
disability. What is now available to help men. deal with
‘their pain are support groups deSigned for fathers. In
the Southern California-area, several support groups are-
available thét focus éh.helping fathers that haVe
children with special‘needs. One specific support group
is the Fathers Network. .

The Fathers Network helps bring to light that
fathers arebused to being a playméte‘to their chiid
rather than caregiver. In most instances, this has to be

: 7 ‘ o \
adjusted and meh.have.to learn new ways to include their
child in activities; They méy th”bevable.to play
football Or'oﬁheﬁ gémes;'ﬁpwever;theycanvlearﬁ adaptive
ways to bé aﬁ‘interveﬁtibn:agent fofftheir child. Men can.
makebé différence.in'their'child’s éognitive, |
motivatibnal,‘énd'motor skills,(Lamb, 1981) . Just like a
noﬁdisabled chiidilooks up to their father;.a disabled

child can do the same.
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Predictors of Stress

Parents face many stressors throughout their life.
They:worrybabout theirfohildren,YWOrk, and‘paying their
bills. Parents of cnildren‘with developmental |
,disabilities'faoe even mote stress"thanbparents with
“normei” children. StfeSsots that familiee face:include
vohiidcare/ financiel\butdene?tieck'of infotmation,
ieolation from the_coﬁmunity, ohildhoodimilestone,
education decisions'(DYSon, 1997), and long—tetm oare
(Slater & Wikler(:1986).,Additional étreesors_include
'~Schooifadminietfators, Medi—gal,.and'Regionei Centets
(Blanoner & Baker,‘l994).‘

Families have a hard time finding guality childcate~
for theirvdevelopmentally‘disabled child because}tney
tequirevspeoialized oate.nThe Specialized care may
include-expensive adaptive equipment that,medicel
insuranoe does‘not cover.

bParents experienoing ieoletion‘from the community,
suffer additiOn;instfess.vTheir child's behavior may. |
prevent them from going to public plaCes because of the
embarrassment (Karp & Brediey, 1997), Moreover; a study
done by Slater and Wikler (1986), Showedvthat parente 

stress tends to increase as the child’s level of_

15



depéndenCy and'basic.needs for care increases. Parents
became fruétrated with théir cHild’s;regression in‘
~health, and‘other child.related problems(‘which also-
increased their stresé (Blancher & Baker, 1994). Other
‘research shoWed that‘whén chiidren with‘developmental
‘disabilitiés go thrdugh transitionalichildhood stages,
parents‘experiénce mofe stress trying to care for their
child (Dyson, 1997; Flynt & Wood, 1989).

Dyéonv(l997) showed‘that fathers of school age
children with developmental disabilities eXperieﬁced'a§
much stress aS'mothers; Fathers élsc display more stress
than.mothérs when théir sons‘éie developmentally disabled
because fathersbhave difficultiés adjustihé‘to théir
expéctations-of their soﬁs (Frey, Greenberg, & Fewéll,
'1989).‘Also,‘research shows that mafital faCtors'cbuld’.
affect stress ievels amoné pérents. Flyhtland Wood (1989)
showed that single mothers reported more stress than
vmarfied mothers-did; but foUnd'nO'sigﬁificént difference
in tﬁestréSs'levelsamdng different socioeconomic
statuses.

Blancher_and Baker (1994) examined the reasons
parénté decided to place their child in out of home cére.

The primary caregiver for the child answered the

16



questions; tﬁése were 59 motheré, and‘three (3) fathers.
The‘respondénts indicated that the deéision‘was not easy,
bﬁt Caring for theii de&elopméntally disabled child
became‘overwhelming. It becaﬁevé strain‘on them to care
for their cﬁild becéuse‘they were always tired. The
parents’beiieved-thét the? Cduldinevér do enough for
théir chiid and didjhot sée prdgfeés. Furthermore, their
child’s mood would change‘and at times their qhild would
aftack themi | |

As well, the McBride and Daiiagh (1995) study
revealed fhaﬁ parents with rocky marriages‘have problems .
with family integration ahd the édded_stress further
impacts the mariiage when a developmentally disabled
child is in the home. Howevér,‘mothers who plécevhigher
‘expectatiOnsibn their spouses tend to receive bettef
support with caregivingiand héve betfer maritai

satisfaction.

Single Mqthers .
Single‘mdthers who éié raising a child with a
developméntal diéabilify are not much different from
‘sihgle méthers whq are raising a nondisabled child

(Schilling, et'al},v1986). However, literature on single

~17



‘mcthers who are raising a diaabledvchild is limited. A
study by Marcenko and MeYers (1991) asaesaedwstress anda
compared coping skills'between”singlebmothefsvand married
mothéra. The Study indicated thereVWaS noﬁ a significant
differcnce in the‘supportasought‘for theirvdisabled
child. The main differénce wasvthe perceived snpport of
married mothers by their husbands, whereas single'motners
expected littietSucport from their child’s father and his
family. B |

Another study'assessed issues faced by divorced
mothers»raising'a‘dcvciopméntaliy disabicd_child. Thc
study showed that tnc déménds offcaregiViné along with
lack of social supporﬁ'andatnaschiid/s ﬁemperament add to
the stress of beingba‘Single mother['

Working'single mofhers generally takeion dual
responsibilities as caregiver and‘income provider. Their
income is more likely'to be less than married mothers;
therefore, single mOthcrs may receine more financial
support from agenciés.‘HoweVer,‘single mothers report not
to be as satisfied with their families in terms of
financial stabilify, Jjob satisfaction, living space, and -
neighbornood (Schilling, et al.;'l986). Financesbwould

play a detrimental role for a single mother considering

18



she i1s the sole provider-forvher family. She does not
have anyone with whom to share the expensesiof medicai
caré, équipment, speéiél clésses,bspecial'foods, and
therapy cost (Schilling, et al., 1986) .

Single:and married mothers repoﬁt héving less'
emotional‘sﬁpport netwdrks‘becaUSe most mofhers are at
home caring foritheif'disébled child,;Reiief‘from
caregiving is_hot shared with‘a spouse, and»emotional
suppprt[ advice;laﬂd‘métiﬁatiOﬁ is.limited‘to famiiy and
friends (Schilling, et al., 1986). Usuaily;.family
‘membersvprovide babysitting régﬁlafly‘or in emergeﬁéy
cases 1if thé'mOthér works. Evidently, single mothers
experience mofe‘eﬁotional despair frgm ﬁheif caregiving
conéidering théir.su?pbrt-éyétem 15 limited€ Siﬁéle |
mothérs ﬁusfvbeCOme é:majérwfocus'in moreléocialvsérvice
agencies becéusé-fﬁéy:héed émqtional,.finéncial,

internal, and external support.

' Single Fathe:s
In the'past twqidecades,.single‘fathérs as the
primary caregiver hésvincréaSéd; In 1970; the Uﬁited
‘States Census Bureau showed 350,000'féwerUsiﬁgle.father‘»

families than in 1960, and an,increase to‘lg4 million by
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1989. By 1993, single father householdé were 15.5% of
‘families (Eggebean & Snyder, 1996);:The reasons are due
to post—war»changés’with more familiés cohabitéting,v
highe; rates of divo?ce,‘leés childbéaring, and more
women with a commifmeﬁt:td their career. Singie fathers
_sacrifice-their personél-life and'some;’their'jobs; to
spend'moré time with their_childreh (Eggebean'&‘Snyder,:
11996). They are ﬁéuglly»youngef‘thén‘married fathers, but
ﬁot as young as single mothers.

‘The.iﬁcrease'in single fétherhood'can be,aftributéd
vﬁobmore'fathers obtaihihg cgstody aftér divorce (Eggebean
& Sﬁydér, 1996). ThevCourt is no lQnger interested in
routinely granting cusfody‘tq tﬁe motﬁei. Now the parent
that can better proﬁidewa.sfablé living enVirohment for
the child is considered first.'Among siane fathers,
diversity exiéts within théir éwﬁ~group. Singlé fathers
‘can have differenﬁ educational lévels, liviﬁg
’arrangements, and’incoﬁe.levels. Moreover, they
experience‘fewer prbblems with‘caregiving ahd héve more
support from'their fémily in caring for their child.'
However, what is nét accéuﬁtéd fér in many studies and by
the Census Bureau, is fheinumber of fatheré labeled as

single fathers, who are'really‘cohabiting or have

20 .



oécésional help_froﬁla girl£rien&; The same couid hold
true for Single'ﬁptﬁers-as well. Noﬁe£h§le$s;.¢émpared_to
. married fathers, éhildfeﬁ_iﬁ>sihglé father %émilieé are |
not‘better éffbfiﬁahcialIY} but are better‘offvthan béihg
in a,sihgle mothef home.. |

Eathers,are lobked at’aé.pr§viding éréteady;,
nUrthing, disciplihed enviroﬁment”for their éhild 
because they'sét liﬁiﬁétibns and'establiSh rdles
(Cummings, 1976) . In‘fgct; éingle faﬁhers who Havé a
higher edﬁcaﬁional levél a;e‘known té‘provide‘a bétfer 
“stabie environment econémicallyif§r their_child'(Eggeﬁéah
& Snyder, 1996); Unfortunately; the,aCCountabilify_bfil
‘good fathers is misunderétb§dvque ththévlaék:of reséarCh
and eveﬁ lessHS§ for fathérs with de&elopmehtally‘ |
disabléd Childrep; | |

.A study éphduéﬁed byaRusséil and'Matéon (1998), '
evaluéted fathers as their diéabled'éhild’s iﬁter&ention
: “agent iﬁthich they l?arﬁéd that‘fathers éaﬁ respopd tgw
‘speCifié“béhaViofs whichvsetlliﬁité for théitzchild,«‘
Anofﬁer study assessed‘ﬁhe impéct‘of‘the chila’s
deficiency on their father (éummings, 1976) . This study
assessed each fatherfs mood, selfJesteem;Vintérpersonal

satisfactions, and child réariﬁg‘attitudes and found that
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fathers of,developmenteliy disabled cﬁildren do
experience peychelogieal strees. Frey, Greenberg, and
'vFewell (1989) sﬁggested futu;e research énd interventions
"need §o inClude,fatﬁere more frequently than isvcurrently
done.

Menxlack formal and iﬁformal_support'networks”
compared to'mrromenf Agenciee“seem to effer fewer Services
to fathefe'compared to mothere,which limits their social
participation'iﬁ their ehiid;e life (Cummings, 1976). To
alleviateithevimbalanceiiﬁvthe stfuégle fef'fathers to
meet the expectatiohs of fatherhood, parenting‘progtams
for fathers is»reeemmended‘(McBrideb& Darragh, i995).

The Fathers Neﬁ@ork, heaquartered in‘Seattle,
‘Washington, is a suppoft greup fo£ fathefs-of childfen
with‘special needs. Theyiconcer that»fatherseare
wdnderf@l men that'eejoy pieying”Withvtheir ehildren.more
 thangeing caretakefsf And, they'provide“fathers with the
support‘fhey need to express theii emotienslabout their
disabled child. As more reseerch‘isveenduetee and eupport
'resourees become availeble for fathers with |
vdevelopmentaLly disabled chiLdreﬁ,efathers_Will.be'given

more opportunities to express their feelings in a
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supportive environment and build a bétter relationship

with their child.

Support Services

Many public laws made it'possible for families and
individuals with developmentdl disabiiities to receive
supporf services and live productive liveé. The Education
of All Handicapped Children Act (PL 94-142) now called
the Individual with Disability Education Act (IDEA), made
it possible for disabledfchiid;en»to be mainstreamed in
schools and assistvfamiliesWithﬂsupp0£t sgrvices (Karp &
Bradley, 1991; Mary,"1998>. Un&ef\this iéw; the school |
districts provide spécial'éducatioﬁ‘and related ser&ices
for children.

According to thé Individuals with Disability
Education Act (IDEA);_the school is responsible for
proViding serviceé to children with developmental
-disabilities. Some‘services include physical and
éccupational therapy, language and speech development,
instruction in the home orvhospital,‘adaptéd physical
education, counseling and guidance, parent counseiing and
training, sociai worker services, and health services.

Support services can reduce stress (Flynt & Wood, 1989),
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and benefit parents and childten emotionelly,v
educationally, and finaneialiy (Freedman & BoYer, 2000) .
Services have impteved over the iast‘thirty yeare, but
there is still e need for moreteffective andlconstant_
services. o

In 1970, deinetitutiondiization of people'with
deVelopmental disabilities‘eelledvfor a need‘fot
cdmmunity‘servicesfand‘support serviceeffor families and
individuals. The Lanterman Detelopmental Disabilities’
Service Act of 1973, gavebinditidnals,with developmental
disabilities and their femilies the basic right to‘live
productive and‘ndrmal lives. The Lanterman Act focused on
‘:support services.for individdals;veo they are able to :
live in the'community. Inkl970, Regidnel Center expanded
their services“tovprotide support'SerVices to individuals
and their families. In 1992, an amendment wae added to
tne Lanterman Act stating,tnat snppert services should be
person—centered—services should meet the needs of the
tndividual and their’familiee‘(Mary, 1998).

Frem 1970 to 1980, family support serviees consisted
primarily of respite:eare. Support services were limited
to individuais with severe dieabilities that were at high

risk for institutionalization (Freed & Boyer, 2000).
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During the 1990'5, many states expandedvthéir scope of
family supporf services (Freedman & Boyer, 2000; Mary,
19985. The main goal for famiiy support servicesiis to
keep individuals with developmental‘diSabilities at home
with their families.‘Family support services include, but
aie not limited toirééﬁitélcare, heélthiéare, medicél
aSsistance,-adapﬁive”eguipmént, finanCial.aSsistance,
family counseling, recieaﬁioﬁal acti&ities, family
education, and training (Freedﬁan & Boyér} ZOOO; Karp &
Bradley, 1991; Mary, 1998; Slater & Wikler, 1986).

A study completed by Freedman and Boyer (2000),
states that many parentsfface bairiers when tryiﬁg to get
servicés for ﬁheif chiidreni Some of these barriers are
ladk of information and dutfeach, restrictive eligibility
~criteria, administrating regulations, and inflexibly of
services. Paﬁents would like to be more involved in
chbosing supporf services and they would like more
consistent WOrkersivFamilies wouid like to have support
services that assist the whole family instead of just.
"focusing on the developmentaily disabled child (Freedman
& Boyer,‘2000;xKarp & Bradley, 1991; Wyngarden & Kraﬁss,
1997; Slater & Wikler, 1986). As well; parents are

concerned that support services are still not meeting
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their child’s ﬁeedé in tefms»bf.sécialiiation
opportunifies ana community inclusion'(Freedman & Boyerk
2QOO),

FufthermOre,:parenfs are distu;bed”ébou£!how
serviceé for their,éhildére‘coordiﬁated,'SQmé service$:‘ 
‘are pie¢éd>togétherandbmany agencieéidd not work
fogether.to pré&ide thé‘beét suppqrt $é£Vices>for
‘,families..FamiliéSYWOuld liké more informatidn‘about
: programs and resources to maké effecti&é dééisions,
régarding their_childfs‘futUré{

As well, parenté désire.mbre educétionvand
édvoCacy—training opportunities regarding théirAchildfs
disability,‘and suppbft services to‘be pr§acﬁive ahd
" preventive in focus. Suppbft sérviéesushould‘also nét
stop in the-summerg‘The’school'd;étridt_proVides mény
serVicés; bﬁt doéélnotxbffer serViées in the Summer;,
Which leaves faﬁilieé withQut_supporﬁ'séfviées. Support
services that are cut inthe>Summei aféIOT/PT, behavio#
ﬁodificatioh,>and SpeeCh therapy (Freédméﬁ & Boyer; -

2000) .
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Summary

" The literatﬁre asséSSed thus far studied mothérs and
fathers‘raising a dé&eié?meﬁtally disabled child as a
faﬁily unit. The au£hdrS>haye cohciﬁdéd that‘parents
emotions éboufvtheirvho#maluhéwbbrﬁdiéabléd child‘Wogld
" be diffefent froﬁ&paiénES'witﬁ a'nondisabled child. The
~authors asseésed their fifét'reaction, feelings, family
impéct, étresé, and éﬁpport ser&ices. This stu&y will
build‘upon‘previouS»étudies by focﬁsing on single
‘parents. |
i‘ vThe néeds’éf‘siﬁglevparents may‘befdifferent from
their marriedvcounterpéyts. Therefore[ thisvstudy,will
éééess What_iS»nééded to help single parents function
indépendently;;Sﬁppo:t for,singie pakents.wiﬁh.a
'developmentally‘diSabled child:can be uﬁveiled Ey asking
these QueStions:b

'.o | Whét"stress do single‘pé;ents éxperience

raising'é ¢hiid‘with d-dévelopment disability?
' ﬂ. , What ways. can Support‘éérvices betterfassist
‘single pérénts‘witﬁ a developmehﬁélly disabled

child?
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. CHAPTER THREE.

METHODOLOGY

Study Design

Quantitative and qualitative measures were used to
examine the stress among single parehts and their
satiSfaction-with the support services received.'The
research method/design used te collect data for this
study were questionnaiies'and semistructured interviews.
Aﬁ open-ended queStionnaire wasvdeveleped by the
researehers to aSSess‘parentstuppert seiﬁiees and
stress; but, ‘also used as.anuide for interviews. The
Questionnaire oevReSOurees'and Stress Short‘Formv(QRS—F)
‘was used to measure stress (Friedrich, Greenberg, &
Crnic, 1983).

A questionnaire with open-ended questions was the
moet,suiﬁable design method to use‘fo: identifying the
needs of single éarehts. Single parents raieing a
developmentally disabled child is a difficult population
to acquire and-the"objectiveiwas to acquire an adequate
eample to better uhderstaﬁd‘their needsi Aecording to

Rubin. and Babbie (1997), openfended questions could be
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used 1in interView,schedules‘to allow participants to
provide their answers.to questions. ﬁ

Semistructured interviews was a viable means of
obtaining further‘information about the unique needs of
single parents. Single parents have needs that may be
different from théir married counterparts and may
expefiehcé stréss from factors that cannot be identifiedi
through a stress instrument. Griﬁnell (1997) states
semistructured intérviews allow the reséarcher to use
interviews to follow up on certaiﬁ questions that may
differentiate between participants.

The QRS-F questionnaire is a short qUestionnaire
that would meet‘the'need‘of this studj to explore the
stressors of‘siﬁglevpareﬁfs: The queatibns Were‘close;
énded,,tfue/false answers7 Close-ended questions as

indicated by Grinnell (1997), keep answers uniform and is

a better means to compare data.

Sampiing
Thé method of sampling for this project was
convenience sampling. Among the many sampling methods
available, conveniencébsampling is a popular means of‘

sampling when cohducting interviews with a smaller
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popﬁlation (Gfinnell, 1997). Convenience sampling-is also
the most’suitable‘because aécess to the population being
studied could only COme about through their association
with an agency that proVides supportive services.
Supportive serviceg are designed to meet the specific
needs of parénts:thaﬁ have developmentally'disabled
children. Théir goal is to suppprt, educate, and
revitalize parents by assuring them of their
'indiépensable.role in their family.

The criterion for incluéion in the study-was‘single
parents 18 years Qf agé, solely cariﬁg for a
developmentally disabled child in their home; and the
child must be newborn to age 21. For the purpose of this
study, developmentally disabledvis defined'by The
Developmental Disabilities Aésistance and Bill of Rights
Act, and The ﬁublic Law 95-603, aé a person having'“a
sevefe, chfonié diéability that‘results in substantial
functional limitations~in three or more of the:follqwing,
méjor areas: capacity for Self—care,'recéptiVityvto
langﬁagevand usé Qf language,_learning ability; mobility,
self-direction, capacity for independent living, and
economic Self—sufficiency” (Slater'& Wikler,'l986, p-

385). A single parent for this study is'defined as
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separated, diVQrced, widowed/ or neVer‘married( and
noncohabiﬁingl

,éarticipants'selected.for‘the stﬁdy:includéd.singlé
and married parentsiwho reside ih»Southern1Célifornia and
_ one‘outrof statebbérticipaht. OQt‘Qf possible 75
questiqnnaires distriﬁuted; there were eleven returned'
queStionnairés by single”parenté.aﬁd‘nine‘by‘married
pérents. Thelsingle parehts sample yielded an'inadequate
amount of participaﬁﬁs,‘théreforé the nine married
- parents were‘édded‘to tﬁe stﬁdy. ‘

»The sinéle ahdjmarriéd partigipants, who willingly.
participated, have‘ét‘least one deve;meentally‘disabled
chiid. The singlé pérents selecteﬁ‘fér foilow up ..
inﬁerviews was based upoh their willingness to be
intérviewed by:prdviding‘their ﬁame and ﬁelephone numbet'

on the questionnaire.

inStrumentaEion
The.reééarchefs'formulatéd a‘self—édministered
questionnaire,énd.avquestionnaire utilized to guide the
interviews. Both quéSﬁibnnaires‘included open—ended
‘questions which‘were,designed with an ex-post facto

prémise that‘is.not intended to show a cause and‘éffect’
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relationehip, but airelatioﬁship between two variables.
Thus, fhe questionnaires were used to aseess the
respondent’s current stressors and its relationship with
received support se:vices to antiqipate.future behévier.

‘The Self;adminisﬁeredbquestionpaire contained th
opeﬁ—ended-éuestions and a rank ordering systemvin which
respondents were expected fo'rank, in the order of
importance, their informél and formal'support services.
Informal support‘serviCes included family, friends,
neighbors, etcetera. Formal support services included
Regional Center, Medi;Cal; respite cafe, school,
eteeteras. Based éﬁ the respondentfs answers, feedback
was requested about fheir number one and two choices.

The independent variables.for the questionnaire was

the‘basicbfamily background charecteristics such as
parent’s age, gender, ethnicity, social economics,
. educational‘level} and the child’s age, gender,
eﬁhnicity, number of siblings and ages, nature of child’s
disability, and the-support services received for the
family.

i‘»The questionnaire developed for the interviews
‘focused on the family’s needs caring for a

developmentally disabled child, and suggestioﬁ on better
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Ways to provide serviées.‘This questionnaire contaihed‘a
tdtal oﬁ‘seven qﬁestiOns.

Along with the:sélf—adﬁihistered‘oﬁen—endéd
questionnaire, the:Questiéhnairé on Resources aﬁd Stress-
Short Fdrm (QRS¥F) developed by Eriedrich, et al (1983)
was adﬁihistered; The questionﬁaire Céntains,(52) trué
aﬁd falsé‘questions'that'ﬁeasure‘family‘stresstThe QRS—F
.méasuresﬁfoﬁr indepéndent factors,’which inciude Parent
and Family Problems/‘EeSSimism;'ChildCharacteristics,
and Physical Inéapécitation?“

According to Friedr;ch,'et al (1983), each of the
four factors‘ié‘désigned to measure a speCific‘aspeCt of
stress. Fbr inétanée, the firét faétoﬁ, Parent‘and Fémily
Problems includes 20 Questions that are meant to assess
the participants perceived hétion of problems. or meésure.
a specific aspééf of stress.var ;nstance, the
participants perceivedbnotion about their family members,
family as a unit, or ﬁhemselves are measured.'The second
 factor,_Pessimism, inciudes 11 queétions abQut the
pessimism of their child’s_current and future selff
sufficiency‘néeds. Fof example, "I worry about what will

happen to...when I can no longer take care of him/her.”

The factor Child Characteristics includes 15 questions
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that seek to‘understand the difficulties of thé
participant’s béhavior or attitude qoncefning their
child’s disability, “Sometimes I avoid taking...out in
public.” Lastly, the factor Physical Incapacitation
contéihs sixvquestions that measure the'pérticipaﬁt’s
pérceptions about their disabled child’s limited physical
abilities and self-help skills.

Accérding to Dyson (1997), The Kuder-Richardson-20
reliabiliﬁy coefficient'for the questiOnnaite is .95,
with item total correlation’s ranging from .15 to .63 and
a mean interterm correlation of .26. ACcording to Scott,
Sexton, Thompsoﬁ, & Thémpson‘fl989), the QRS-F was found
highly reliébléf(alpha'= O.92f. Tﬁe strength of the QRS-F
is that it has:been usedbin manyirésearch projects
(Dyson, 1997, Hayden & Goldman, 1996, Scott et al.,

1989), and no better scale has been developed.

Procedure
Participants were recfuitedvf:omlthé Kaiser
Permanente and Fatﬁers Network sUpport groups, ahd
Pediatric Diagnostic Center andlAbilities Firét which are
public agenciés-,Participahts at sﬁ?pért groups wefé |

giVen background information about the study and invited
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to participate. if they‘agrged; participants_z15),weré
giVén'a Sélf—administerédpquasfionnaiie and self—_i
addressed stamped'enveibpa! Participants (60)>recpuiﬁed'
bthrough agenéies were expiainéd‘abdut pheistudy by the
agencyfa‘director;aad'aiéovéi&énpaVSélf—administered
ﬁﬁestionnaire and:éelf-addrasSéd stamped enveiopé~if they
chose to participaté:. |

After the questionnaiies were retarned, ihterviews
- were ;Qnducted with single parent participanpa who
propided their name and numbér.‘Three iq—home iﬁterviews
were qonducted with partiéipahts whb live'in'the San
Bernardino County area,rapd tﬁéir preference to be
interviewed in thair homé.jFiVe phoneiihterviQWS’were
’ cpnducted:with participanta'who lived outside of tﬁebsani‘
kaBérnardino County‘afeajaﬁd/or prefarrédipo be infer?iewed
by phone. | | |

Prioritq the7tﬁree’ihfhdme interviehs, participants .
were ﬁanded an“ihformed caﬁaent; and a débriéfing
statement waa gilven after the intarviéWAIThelfiVe phdne
interviewées were read tha,infprmed consent and»approval
given‘toiparticipate beforeithe'intérview'quéstions were
- asked. After the‘ihperﬁiew, they were read thé debriefing

statement and asked if»they‘wanted a copy mailed to them.
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The researchefe used‘a questiennaire as an interview
guide to ask parents qdestions. The questions focused on
two topic areas, which included‘the following: 1) the
neede of their‘family caring for a‘developmentally
disabled‘ehild,‘and 2)Msuggestions:on better ways to
delivermservices.
Y;Daﬁa‘Analysis

Data wasvcollecteddover the‘cOurse'of four months.‘
Once all the quesfieneaireszere coliected and inter?iews
'cempleted,'the researehersebegan‘their analysis of‘date.

.First, a desCriptive anelysisvwes completed which
included univariate etatisfics sdch as frequency “
disttibution,.measuie of centrel tehdency,vand~dispersion
te'deseﬁibe the pafeﬁt’s characteristics;‘Secondly, a 
t-test was used~tovcompare,the measures‘between th
?a;iables} The Staﬁietical'Package'fof the‘Social
Sciences (SPSS?, was deed‘te examine the relationéhip
befween-the QRSeE fotal sceres ahd.the indepehdeﬁt'v
Variables, and:link‘thevfactors Qf‘iesources:and etresed
 ieVels together;‘
Each question for the QRS-F was hand;eeeﬁedvueing'

the direction of the true or false response'ef‘the'“
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reSpondents,‘Twé points‘weré’given to eéch~item in which
vtﬁe answer seleétion indicates stress. For.eXample,
“...doesn’t Commﬁniééfe Withbothers'of his/hef age
group”.ilf thé féépéndeﬂté ahSWér true,vitiwas given a
value of two. Thé‘ﬁighér‘the totai ééofe, the more stress
ihdicated. A‘totai éffess score wés.then computed.

‘A coding,design»was ﬁsed to analyze the reéponses to
 the self—adminiéteféd;opén—énded-questions‘and data from
&the‘interviews; Codingidesigns~help to extract the
impoftaﬁt‘issues into catégOries for éasiefvénalysis
kSantos,,Mitchell, Pope, l999); Thé mdst frequently used
words and respohses wére coded and drgahized\inﬁb
categories correéponding to the teh major topic areas{
(1) support serviées, (2) moﬁetary support, (3)-companion.
suppbrt; f4)'pﬁbiic»assistance, (5)‘education,
(6)dévélopmental/disability,'(7)‘delivery of services,
(8) social écceptanée,-(9) chiidcare/activities, and (10)
.pessimismf The coding system table iﬁciudeé‘the
foilowing: identification,‘question, éétegqry, and
' comments.

‘The identificétion field signifieé the respondent.
The questiOh field'idéhtifies the questioﬁ'number while

the category field pre-classifies the reéponse for better
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analysis. And, the comments field details the
respondent’s responses. To'illustrate, a barrier
identified was social acceptance of the child. The
identification number assigned‘was (01), gquestion number
is 5, category number is 8, and comment, “people stare at

her.” Appendix H contains this table.
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CHAPTER FOUR

RESULTS

Characteristics of Sémple

There were 20 parents included in the study.
Eighty-five percent (17) of the participants‘were female
and 15%'(3)‘were méles. The mean age of pérehts was‘36.
The age rangeldf the saméle was i9 to 48. Forty—fivé
percent'(9) wére white, 40% (8) Hispanié, id% (2)
African—Ameriéan/ and 5% (1) otherQ_Twenty—five percent
(5) of parenté reported some college, 20% (4) completed“
graduate ér prbféssiOnal School, 20% (4)vhigh schobl
graduates, 20%‘(4) had‘less than a-high séhool education,
and 15% (3) Were coilege éradqatés. Fortyvpercent (8) of
the pafents'reéorted a yearly incomé:belowi$26,000, 5%v
(1) made between»$20i001‘to $30/OOO,'20% (4) madé’bétween,
$40,001 to $50,000, and 35% (7) were _vabo>\}e‘$50,-ooo. Over
50% (11) were solé cafegivérs, 40% (8)‘shared'caregiving
responsibilities,‘and oné‘(l):partiéipaﬁt did not answer
the Questioﬁ;

Threé—fourths (15) éf the childfean§ﬁe female and
one-fourth (5) were male.‘Children raﬁged'in age from 1

to 21 years (M'=‘9.5). The children had.mUltiple

39



diagnoses reported. Appendix H illustrates the children’s
background information for each of the 20 respondents.
Seventy percent (14) of the children have siblings, 25%

(5) had no siblings and one participant did not answer

‘the question.

Factors Related’to Stress

Analysis of the total scores for the QRS-F showed
'possible scores could range from 52 to 104. The range was
from 53 to 85 (M = 70.6). The majority scored 66.
Fifty-five percent (il) of the participants scored 68band
below and 45% (9) scored over 69 and higher.
Unfortunately, some participanté left some qﬁestions
blank which caused lower stress scores. The participant
who scored 53 én the QRS-F left 18 queStions bLank‘
causing her score to éhbwimore stress than other
participants. Ahother‘participant left six (6) questions
blanktcauSing her total score to be 66. |

An indépendent sample t—test‘was done td examine
relationshipsxbetﬁeen variables. Thé‘independent sample
ﬁ—test révealed’that single'parents (M = 70.64,
SD = 10.31) shbwed no significant difference on their

stress score than married parents (M = 70.56; SD = 7.92)
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(t = -.160,df = 4.975, p’

raising”childreh Withfdevélopmehtalvdisabilities,

(t = -.020, df = 17.954, p = .984). There was no ..
significant diffefénceﬁBétween?barentS Kﬂ = 70;ii;ff 
SD = 10.86) that earned below $30,000 a year, and ones

that;eérn above $40,000 (M:= 71,.SD‘=V7;86}_a@year:Oﬁ:thé -u

stress score (t = -.205, df = 14.240, p = .840). There

was no significant difference between sole caregiving

(M = 71, S$D = 10.73) and shared caregiving (M = 70.63,

t
o
Il

7.46)4résponsibilities onfthe'stress_sbbfes

.090,df = 16.989,p = .929). The t-test revealed no

et
I

significant7differéhce ih-streSs”betweenvparents with an

only child (M = 71.60, SD = 13.63) in the family and

I

parents with siblings (M = 70.57, SD = 7.82),

Il

.879).

A one tailed Pea;éon correlation was done to examine

- parent's age'ahd“the‘total QRS-F score. Parent's age and

the QRS-F score (r = -.219, N = 20, p = .177). The

correlation‘betweeh”éhild‘s age - and QRS{F score

(x =ué,047,.§ =f2O, Q“;Mﬁ}843); ThérefWas'nq’sigﬁificant ’

correlation‘bétWeen'paréﬁts or child’s age and stress .

scores.
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Oéen—Ended Questiens

Question #1: Prioritize,the informal suppo;t*you ieceive?

A total Of‘13eout»of ZOeparentsvpriorifiZed %heir
informal suppoft feﬁztﬁie éues;ion;_There»wereeseven (7)
married parents and‘six'(6) single‘parents; Majority.(6)
of the married perentsvresponded thét.their numbef one
- informal support is reeeived‘by their siénificant other.
One married eafeﬁt selected their family as their number
Ohe means‘of informal suppoft; Their nﬁmber two choice
for informal support ie family (3), friends (2}, faﬁilyf
in-laws (1), ahd neighbors (1). Fifty-percent (3) of the
single parents respondedethat their number one eheice of
infermal support wesfrom their family.-Onefsinglevparent
repofted that the fathervof fheir child wae suppo:tive.
One siﬁgle‘parent,anSWeredkthat'they‘receiQe'support from.
their ffiends; Their‘numberetwo erm of informal Supporf
are friends (4), fathef (i),‘and family (l)..Onehparent
did not provide an answer'for their number\twe form’of ‘
~informal suppeft.,‘
Question #2{ biscuss»thevkindof informal support that is
given by your numbef one ahd two‘ehoices above?

Thevmajerity (6) of married parents who selected the,

father/mother of the child for‘support commented that
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theybprovide/direCt caré_and emotional support. They alsQ
commented that they provide encouragement and a listening
ear. Other comments were that théir in-laws were
supportive and family was involved. |

Single parents (9) commehted that their family'
provides emotional support, baby-sitting, and‘help them
to relieVe stress, and their friends prbvide them with
emotiénal support, baby—sitting, friendship, and
recreation. |
Question‘#B:vPrioritizé the ﬁormélnsupport you .receive?

A total of 13 parents brioritized their formal
support for Question #3. There were seven (7) marfiéd
parents and six (6) single parents; The number one form
of formal support received by married pérents wés school
>(2), respite (2), regional center (1), SSI (1), and CCS
(1) . Their number two form of formal support was schodl
(2), SSI (1), Medi-Cal (1), and respité (1). Two parents
did not séléct a second form of formal support.

The number one form of formal support received by
single parents was school (2), regional center (1),
support groups (l), SSI (1), and CCS‘(l). Their number
two form of formal support was school (2),,regional

center (2), SSI (1), and Medi-Cal (1).
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Question #4:>ﬁiscuss the kind of formal'support that'ie
given by your’number'one aod,two choices above?

v As their number one-and‘two choioes’for formal
support, parehts (4) reported that regiOnai cehter
provides them witp education, respite, school advocacy,
information, networking, direction, ahd pays for
recreation serVices.vOne parent reported that sdpport
groups prov1de support by sharlng lnformatlon and
»pr0V1d1ng_a l;stenlng ear. Four parents reported that SSI
provides‘them with‘monetary support. Two parents replied
that Medl Cal prov1des them with medlcal supplies and
resourcee Two parents reported that CCS prov1des them
with donationS'and»also.medical supplies. Parents (3)
oomﬁented that respite.provides time to themselves etb
homedand»work;

Adtotaldof eight‘(8) outnof:ZO parents receive
'supportrand'services fromltheirfohild's school. The
school promotesva'sopportiveienyironment by providing
feedbeckf.emotional edpport, help, educatioo; guidance;
and suggestions for‘activities. The schoOl provides
services for their ohild Such'ae epeciel day’classes,

speech therapy; and teacher aides.
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Question #5: What‘are your. major barrieré or challenges
in raising a child with developmental disabilities?
‘Pérents (18) ﬁade 33 comments about their
barriers/challenges: de&élopmentai/disability (8), social
acceptance (7), chilacarebf6); péésimisﬁ (4), support
services (3), monetéry sﬁbpbft‘(2), companion support
(l),‘and education (1). First, the trend in answers dealt
wiﬁh their child’s dévelo?mental and disability needs.
The parents mentioned that the constant attention,
behavior problems, physical constraints; tiﬁe strains,
and meeting their child's developmental needs are a
challenge. The second trend in answers dealt with the
parent’s worry about the;f child’s social acceptance,
health and.safety( and not knowing their future medical
incapacities. Third, the'parents made comments regarding
support éervices which include support groups for the
'child and‘family, not receiving information on services
needed, trying to get services needed such as before and
afterschool childcare, and consistency witﬁ services
especially speech and respite. Lastly, one parent was
chcernedbabout having a companion that will love their

child as much as they do.
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When‘qQéstioﬁ'#5bwas 5$ked in‘thevinterviews;
“ignorance of;sociéty”_waé a'sighificant‘isSuétidehtified
by fiveimotﬁers, Their ghildten being.dévélopmeqtailyf
" disabled has not beéﬁ.ﬁell reCinedbysociéty;:Méthers
reported;thét‘beople.étare ét their Cﬁild}‘éhd'téSponseé
have included, “other children call my Chlld stuptd”'“

”

'gthey aré‘mean to her ’l“they try to av01d her A youngv
mother sttuggllng to care. for her child that is bllnd
indicated[ “I put sun shades ontmy daughtervto keep
peopie ftom staring at‘hér.V The mothér’s.ﬁﬁderétand
théir child ié groWing older‘aﬁd,realizinétthey ate‘ndtt
normaif Eut, it hurtszwhéﬁ.bétplébdo or say mean things
- to them. | |

Another barrier/thdlléngé:iaéntified,was‘thétlack of
education,about.theit;¢hild25»deVélOpmental needs. Thrée
mdthérs‘statedthey“neédtsomé form éf edugatibﬁ to help
.méét tﬁe needs of their:ﬁaturing f‘e.maled.j_.s;ab‘léd.bchildf
Motheré‘are fihdiﬁg it?diffidult to‘teéch their daughters
how‘to'care‘for theit‘hygiéne ﬁeeds! One'mother,stéted;
“I wish I couid;také a claéstg teabh me so I céhvtéath”
het.”lAs‘girlsﬂadvange;thtbugh pﬁberty tﬁéitvﬁotﬁerstate
becoming'overwhelmedtwith-thé_tespQﬁsibility f&r‘énsuriﬁg

their daughters maturing neéds are met.
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Question #6: If you could have bne‘réséurce and/or
service to givé yoﬁ additional support and to help
eLiminate streés in raising your child, What would it be?

Parents (19) made i2 ébmments Concerning‘resourceé
vand services:'childcare/aétivities (3f;.support services»
(3), monetary sﬁppbr£ (2), and delivery of$erVices (2),
companionship Kl}, and pessiﬁism (1) . Eight parents
replied that in—homeSérvices‘would‘helﬁvﬁhem, such as
respite with qualified people(vphysical tﬁerapy,’
tutoring, and nursinggkéne ﬁéther Stated, “Serviges
should nbt be basedvongyour income, there is toq much red,
tape to just get réspite care and then I have to appeal
to people who‘dQn’t evén knoﬁ my daughter.” Another
popular fequest by seVen pareﬁts was providing outside-
home seﬁvices such asia mﬁi£idiéciplinary team of doctors
that‘work together to ¢utvdownnon_offiCe:appdintments,
transportatidh, after-school activities, social skill
tfaining, peer‘grOUps,‘and camps. The‘final need
identified was resources for the family that would
provide for more monetary support, free time, and sibling'
support_éervices.

When'asked quesﬁioh #6; during the intérviews only

two out‘of eight mothers'provided'additional feedback.
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The first mother felt that housing assistance shéﬁld be
providéd for disabled children énd their families, whilé
the second mother requested outings twice a month with
other families of children with the same disabilities.
Question #7: What ié'a typical day in your home like?

This question is the first of the interview
questionnaire.‘ln the category of
Aevelopmental/disability needs,‘two comments were made
for this questidﬁ; “50/50, she's§metimes dresses herself
and sometimes not”; “dependé on howblazy she is,‘she‘will
get dressed, other days she won’t.” Among the mothers
with children that were ambulatory and age appropriate, a
typical day in the home was consistent with tﬁe children
able to shoWer and feed themselves with minimal
assistance.

Questipn #8: Do you feel your day and needs are different
from married‘parents raisirig a child with a developmental
disability?

A total of eight comments were made in response to
this question. Six‘mothers feel strongly about their
limitations wifhout having a mate.in the home. The daily
routine of coping with their cﬁild's needs can take its

toll, causing more stress. The mothers reported, “I live
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by myself, I have.né help?,v“No one to share
responsibilities and deéisionSFWithﬁ,‘“I get no.relief,
at least if‘hisvfather could help”, “WhatvI would giVe
fbr five minutes",,“I just can’t pick up.and go somewheré
"right quick.” Thé fqthers of these mothérs children do |
not provideAany form offsuppbrt for thé‘mothers.v |
Question #9: Do yéﬁ_reéeive any suppdit‘ffom éommunity
~mémbers? | |

A total of five comments were méde.that were in the
category‘of sqpport,seﬁvicesf Ong mp?her indicated, “At
church meetingsvmembe;s babyfsit.” Anqtﬂér mother stated,
“I am activein chq;¢hjand>if.ifneéd help they Would be
right over.” Bﬁt; one‘motheﬁbreplied,.“l don’t‘go #o
church. oo I hé&e to work, and take care of:my_daughter,
I am too tired.” One mqthef hasrecei&ed'outreach_sﬁpport
services that have prqvided'food-and assisted in paying
,her utility.bills\ |
,QuesﬁiOHVIOf Dées_YOdr family receiye.any other type of
supporﬁ services? | |

Fox this.questioh, in thé Category of support, one
mother commented,f“My other source of support is my

family, but they live too far away,"
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Question #11: What do you feel your family’s needs are
carihg fér;a disabled child? .

Two mothers made five cémmenﬁs in the categories of
childcare/activities (2), education (1), monetary support
(1), childcare/actiVities (i), énd delivety of services
(1) . One mother feit that her family could benefit more
if she could locate transitional housing for her daughfer
that is not a facility for older'adults,‘and the»mother
needs help understénding what to expeét from the
different developmehtal Stéges her child goes through.
The other mother félt that hervfamily could benefit from
more monetary support, qualified peoéle to answer
questions, and‘when hér child is sick,FSQmeone to baby-
sit so she can go and bick up,medicél equipment.
Question #12: Whatvservices are you notvreceiving that
you feei that will benefit your child’s life?

In the Category of'support, only one comment was
made in which the mother stated, “More respite, to spend
more timé with‘my‘othe;‘children;”

Question 13: What is your éuggestion on better ways to
deliver servicés to singie parents caring for a

developmentally disabled child?
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In the category of delivery of services, this
question rendered the highest feedback from all eight
interviewees. To provide a better delivery of services, a
few statements were as follows: “More education and
research about my child’s disability”, “Flexibility when
scheduling appointments.” Other statements included,
“Respite care paid to in-home family members - I only
trust my older daughter and they won’t pay her for
providing respite care because she lives with us.”
Another mother said, “Stop overloading social workers so
I can keep the same one for awhile. Once my child becomes
acquainted with their social worker and I share my
child’s life history, the social worker changes.”

Another concern was the way services are provided. A
mother reported, “Don’t treat people like it’s their
fault their child is disabled.” The mother who made this
statement is concerned about a trust account for her son
with a minimal balance, and when she applied for social
security services, the representdtives made it clear;
“You are receiving free money and you can’t have money in
the bank above a certain amount.” This mother’s annual

income 1s below $20,000 and feels she cannot have
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anything without jeopardizing-the services she receives
for‘her son. -

Lastly, mothers-félt there is not ehough child care
services foered before and afterschool; One mother was
forced to accept a lowering paying,pééition based on the
time herMchild atténds.school,rwhich has'limited'her

professional goals.

Discussion

The instruménts appiied yielded separate results,
but gave the réseafchers an idea of what Sihgle parents
raising a develbﬁmentally disabled child encounter and
their satisfaction in ﬁheir role as caregiver.

This study set out to'ideﬁtify the stressors of
single.parents'and supportvse;vices needed to function
indepeﬁdently in their role as caregiver. The findings of
the eiéht interviéws cdnveyed‘the followinQ‘results:
single pafénté ihterﬁiewed, for‘the mdst part,.are
pleased with theif suppoftive services and only minimal
barriers were idenﬁified. And, as revealed in the
‘statistical analysis of the QRS—F, a significant amount
" of stress was not identified being single and caring for

a developmentally disabled child. However, it appears

52



variables such as income, support from fathers and church
members have an effect on their perception of stress.

The independent sample t-test results were
insignificant. According to Weinbach & Grinnell (1998), a
sample size of 30 or more is best for running an
independent sample t-test. Unfortunately, the researchers
were unable to obtain a sample size of thirty parents.
Thus, the QRS-F score identified no differences between
married and single parents. Moreover, most parents had a
moderate score; there are several reasons for this
outcome. One is the sample size was not large enough to
do an independent sample t-test. Another reason is the
QRS-F questionnaire had no measurement for the severity
of disability.

The correlations also did not show any significant
differences between single and married parents in
relation to the QRS-F questions. This may be a result of
the small sample size and the QRS-F was not designed to
specifically measure single parents stress of being sole
care provider. The QRS-F is strictly designed to measure
factors of stress related to caring for a disabled child.
To adequately assess single parents stress and emotions

about raising their child, another instrument would have
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to be used. Nonethelesé, ﬁéifher the:open—énded quéstions
on-the»self—administéréd questibnnaire or the interviews °
with single parents‘réyéaled'any extfaistreSs céring for
a dévelopmeﬁtaily disabled gﬁild, COmpared'to that of
married which does not suppért~the findings of Flynt and
Woods (198 9') .‘ |

According to the cémménts chcerning supportb
services, families éeém to'receivé‘édeQuate services_fof
their child if they'meet speqif;c income ériteria. |
Parents who teéeive ﬁoﬁe»sup?ort.sefﬁices have less
stréss than ﬁhoée who do nbﬁ{ibaSédbn the‘comments'made
by pérenté with incomesvabo§é $50,000. Howe&er, it
appearslthat’parents With higher iﬁComes do not receive
their prefeired amount of‘supﬁdrt services which may‘meén
. their family is not better offv#han a lower income family
struggling finaﬁcially,to meet‘for their_child’s medical
needs as Well,,Parents with'higher incomes just have to
go through‘ﬁofé'red'tape‘as onevparentlcomméﬁted to .
’receiye mdre sé:vices sﬁéh.as iﬁfhome réspité éare_which
i$ ﬁnfair.‘Hence;:thié,infofmafion'attéSt to the study
_donéLby Freedman.and,Boyer‘(ZOOO), iﬁ‘which tﬁéy also
found that parenté;db féce difficulties when trying to

receive services such as respite for their child.
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Out of‘all the sérVices received by parents, it
appears that schools provide the most useful services.
Doring the interviews mothers commontedithat the delivery -
of sorVices oould be bettéf; but no comments were made
about the‘qualityvof school servicesr»The‘only mention
about schoois is their’desiro for them to provide
‘services during the summer.

Two mothers were noted as receivihg support from
ﬁheif children’s father in terms of‘childloupport.énd
weekend visits every twouweeks.‘As well} these mothers
vare active invtheir church. Surprioiﬁgly, those mothers
seem to experience less stress and have adjusted in,their
role as mother to the;r developmehtally disabled chiid.
No ﬁegaﬁive oonnotatioﬁ was made aboUt the lackvof
sup?Ort by theiﬁvChild’s father. When one mother was
asked-about a typical’dayvin her home, Shé stated, “I
take my‘ohildrén with me Wherever I go because I won’t
élways have them with me and I will miss them when they
move out.” This statement is opposite to the single
parents with no pafernal suoport énd would like to have
their support'so‘they may leave their‘child with fhem to

run errands.
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The six motheré tﬁat‘have limited or no support frpm
'theirléhild’é father,’ahd/or chufdh‘affiliationlseéﬁ to
face anguish and paiﬂ. MOthers statéd they uséd'to wish
for help frém their féthers, but.nOW they have accépted
' his-abséncé.vTheSe are the saﬁé‘résults identified in
Mércenko énd Meyers_(i991) étudy,’Their study showed thaf
,married'womenvreceiﬁéd‘support from their husbands,
vwhereas single wémgn:did_not expect any help fromlfheir
child’s father’or'his‘fami;yi‘Surprisiﬁgly; these mothers
'with no paternal éupﬁort appear‘to.desire Companionship;

' but only to help Witﬂ caregiving responsibilities;
, Acco£ding tdlthe interviews, the most ngtable
barrier in'this study waé the parent’s concern about the
ignorance of society. As‘a disabled child grows Qlder;
the parents‘began to réalizé‘that their children are not
like other childfen. Aé‘commented by sevefal mothers,
they haVefto:défénd‘fheir‘child‘in bublic when people
allow their éhildrentoltréat them like.they have a
disease, HoweVér,.theywcann§£ help but to worry abouﬁ
their cﬁild when they grow up. and oﬁvtheir own in sémév 
cases..They will ndtsoﬁly”haVe‘to‘worry about their
child;s’deVelopméhtalrand medical needs, but how ?ebple

will receive them in public._Kérp and Bradley (1997) also
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‘noted in their study that parent’s stress about social
:settings'and what society might think. Unfortunately, the

"stigma they receive from society should be their least

. concern.

In multiple inthViews, mothérs seemrto'wént mbre
for their children, but £hey aré limited. Some parents
desire moré monetary-SQprrtj é home/ and/or better
paying jbbs. Howe&e#, sup§drf~5érvices,are usually
granted if their incOme;is'ndtvabove'é specific amduntf
Thus, lower income singie‘parentS wiil‘either.héve to
:saofifiCe certain services to have a higher inqome, buy
homes, ahd/orbhave sizable monetary assets. The study
lperformed'by échiiling,‘et al. (1986)vddcuﬁented these
Same‘results'in,which single mothers were not as happy

about their families in terms of financial stability,

living space, ahd:job satisfaction.

~ Limitations
ThiSVresearcﬁ‘sEudy had seVeralviimitations. A
éignificaht limitatioh:was the cost and time required to
compiete‘the study. Tﬁe researchers bégan the study with
the intent to obtain pérticipants through suppbrt groups.

However, many phone calls were made to agencies across
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the Southern California area about their support‘groups,
and either phohe numbers were disconnected, or they did
not have single parent attendees. When the researchers
did attend a Support group, members were motivated tov
participate, but they did not return'the questionnaires.
For instance, 15 questionnaires with eelf—addressed
stamped envelopes were handed out, and only three
questibnnaires were»returned. The Same attempt was made
with public agencies to have their clients return
Questionnaires, but there was also a low response rate.
Between two agencies, approximately 60 guestionnaires and
stamped enveloped were circeleted.'Yet, only 17
questionnaires were returned. Accerding to Grinnell
(1997) ablow response rate should be expected when using
questionnaires because it is not.uncommon for a study
using questionnaires to yield a 10 to 20 percent rate of
return.

The most apparent limitation relates to the sample
of eight interviewe for the study. The study was
explorarory and was expected‘to yield a small sample.
But, since the sample was small, caution must be

maintained in drawing conclusions and generalizing them
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to the entife population of single parents reising a
developmentally disabled child.

Another limitatieﬁ to the'etudy_was_related‘to»a
bias in the sample selection;‘Gi?en that the‘ﬁothers
interviewed are reeeivingvserviees, the information
obtained only refleets'thefopinion and-experiences‘of
thoeebalready in the:service‘eysteﬁ{‘The respbhses'that
were given fegarding delivery ef services were greatly
influehced by the factvthat the methers.alreeay hed‘
knowledge‘and fam;liarity‘With eocial,services.~The
essehtial eleﬁenf.iSfto.undefsténd the experiences of
single pareﬁts whoireceive services and those who doinoﬁ}

This projeet may be‘difficglt‘te”repiicate‘as well.
Theestudy:uﬁilized éuestionnaifes to prevent time
‘eonetraints‘among eingle parents;vhowever,there*were
five-pageset¢vread aﬁdvrespond to:“iﬁformed consent,
demegraphics data,forechild‘end.pareﬁﬁ,openrendedi
questidns; and debfiefihg statement. Manyveingle ﬁerente
 he§e jobeduteide the‘ﬁome,‘earegiving responsibilitiese
for otﬁer childreﬁin_thebhome'beyohd‘their disebled |
child, and.they have time‘limitations. Therefore,‘tov

minimize limitations, a shorter questionnaire should have
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- been used to ensure greater participation of busy
parents. |

A weakness“idenfified‘iﬁ this étudy was the
inability to control fof ali Variables while‘attempting
to show a relétionShip between variables. For instance,
follow up interviews shbwedva significant relationship:
_ betweénagency support services and a healthy family
sYstem. Yet; this may not be corfect because inte:nally,
the family may have learned how to function in their
appro?riate roles over the course of four months. As
well, externally, influencés outsidé the family such as
support from family, friends,'or neighbors éould have
increased which led to a healthier functioning family.
All‘variables in the study‘couid not be controlled, but
research was necessary to begin gathering data on single

parents raising‘a developmentally disabled child.

implicatibns for Practice
Praqtifioners experiencé many challenges providing
services to families, even more‘for those caring for a
developmentally disabléd child. It has become Qery hard
to diagnose dévelopmentally‘disabled chiidren with the

changes in theories and medical diagnosis. Practitioners
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ha&e'to rely solely'bﬂ a Cﬁarf at times to diagndse‘
clientsi However, when prpvidihg serviéeé to single
parent families; diégnosis‘musp go beyond‘the child.

. Practitioners_must aésessjfhe family’s system and séek
wéys to alleviate fhe»bﬁfden éf not héving atileasﬁ two
providers and cé;egivers in the.homé.

Practitioners\must also be wiliing to evaluate the
single paréﬁts entireifémily system and aéseSs the role
of.each family member. Where the systembis_short, be
"willing to alieviéte‘tﬁe gap through support services.
This may not be.always poséible depending on funding, but
‘they ﬁust'asseéé énd reassess té makelsu:e,the system isi
working. For instance, a’motherbprefersif services are
received atbohe buildin§ Because shevlacks
transportation.ifhis being the~cé$e, éupport services
should depéndvon‘thé m5ther’s eéological environment and"
ease of community support with helping to meet her
child’s needs.

_In additioh, intervention strategies muSt include
'finding ways pafenté cén.a$§ociate wiph parents with like
disébilities. These paféﬁts'féséarchvand knowledgé aboﬁt'
their child’s diéabilit? éanvhéi§ aﬁother pafént. If

cross—reférencing'is not feasible, follow up with the
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parent to see 1if they are iﬁvleed‘in a support group.
Some single parents are toé busy to attend a support
group. But, some are hot. If they do not have an iﬁformal
support system that can give them relief from caregiving'
~responsibilities, then‘referral to a support group should
bé'made. Nét only are the parents learning more about
their‘child’s disability, they are also given.the
opportunity to get out and socialiie.

Finally,‘When social service‘agéncies deliver
servicesvto.cliénts, they must remember fo treat parents
the‘way they would Want to be t;eated.lThé parents have
endugh to deal with going homevto cater to their child’s
"needs.. But, when they“Seek services, théy arenof to be
treated like they aie a numﬁer. Understandably, aélivéry.
of services to:the public is ovefwhelming at times, but
it is not the parent’s fault. The more social Sérvices
ddes‘up front, the less problem SoCiety will have with’v

the increasing cases of child neglect and abuse.
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CHAPTER FIVE

RECOMMENDATIONS AND CONCLUSIONS

Recommendations

Utilizing a quantitativeiand qnalitative design to
conduct the study proved to be beneficial in terms of
'gathering more infofmation from single parents rearing a
developmentally disabled'child. The open-ended queétions
and,interviews‘ehed:lignt on;many'aspeots‘of‘whet single
parents encounter caring for their disabled children.
However, possibly‘duebto saﬁble size, no sidnificant
factors were identified to that of married parents.

- To enhance‘future research efforts, consideretion
should be given to using'an agency in which pafticipante
are identified throudh caee analysis._The clients should
be contacted-énd the questionnaires completedvin the. "
office to elleviate lost queStionnaires and/or return.
This would poesibly'increaSe the semple size and enrich
SPSS analysis of-the ORS-F.

As well, research should seek to include single
fathers with a disabled child in interviews. Two
queStionnaireskreoeived were single fatnefs, but they

were not interviewed. However, their comments on the
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gquestionnaires were important because the researchers

understood them to have the same needs as single mothers.

Conclusions

In the past deCade, the cultUre of-ouf séciety has
changed.vMore parents are caring for their disabled child
solely, withminimél support from their family members.
As these éhanges occur, more research on their stance
‘about caring for‘théir disabled chiid has been limited
and‘thiS»Study hbped'té éddté‘the wealth of information
about single parenté réiéingja.disabled qhiid. Similar
studies were conducted in Which-single parents were
grouped togethef with marﬁied parents.

This‘study was éxploratory and the sample size for
interViews'wasveight single mofhers. The sample size was
small, but expected. The researéhérs recognized that
single parents-raisihg a disabled child may have
different needs-and'those-needs should be explofed. For
example, single'parehts have to solely respond tb duties
such as caregiviﬁg and'decisiOn making for their disabled
child.

‘Téndihg tb their disabled thld’s needs may be

overwhelming if they are faced with dilemmas concerning
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their child’s healﬁh”and,welfaré.‘Many single parents
make sacrifices -of themselﬁesyﬁo eﬁSufe‘the emotional and
.physiéal needs éf their disabled children. Key factors
suchvas feeling ldnely, needing more mdnetary support,
and deSiring support from their child’é father,are not as
impoftant as the attention they give to their child.
Single‘parents With a developmentally disabled.éhild mayv
appear ﬁo be like other singié parents caring for a
noﬁdisabled child. But, they are not.

.Thisbstudy did hot identify any differences between:
married and single parents in terms of their stress
caring for their diéabled child besides needing a
‘éompanibn with‘Whom to share caregiving responsibilities.
As Well, desiring‘a home versus apartment to raise theif
éhild in. But;:meeting their needs with ample support
éerviceS'ére needed.

Over the yeais more research will be tended to about
single parentskwith>disabled chiidren. During that‘time,
it‘is.hoped that a‘larger‘sample siZéHis.captured and the
resﬁits will ﬁake a'sighificant change in tﬁe lives of

developmentally‘disabled‘children with single parents.
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o The 1nterv1ew in Whrch you are about to partlc1pate is des1gned to measure stress

S '“levels and supportlve resources among s1ng1e parents with a developmentally dlsabled | s .

. child: The interview will assess the perspectrve of parents regardmg raising a dlsabled R

f_,_bchrld and the support services they receive. The project is being conducted by

wih Marlena Graves and Tracy Schroeder and has been approved by. the Department of

”..':,"”'.-:_fSoc1al Work Sub- Comm1ttee of the: Cahforma State Umver81ty San Bernardmo 1? R
, Inst1tut1onal Revrew Board 5 S ST LA Y e .

".f “"In thlS 1nterv1ew you will be asked 10 respond to several quest1ons about your feellngs
IR and your chrld that is. developmentally disabled. Some of these questions might be .

" sensitive and personal The interview should take about 251030 minutes. All of your“’:»v o 3

: 'f'j"'responses will remain. conﬁdentlal Your name w1ll not be reported wrth your
‘ responses but reported 1n-group form only ‘ L

R Your partrclpatlon in thls 1nterv1ew is completely voluntary You are free fo wrthdraw o

. at any time durmg the interview without penalty Your decision to partrcrpate or not g
- to participate in this study will not. affect the services you receive. When you RN
o complete the 1nterv1ew you Wlll recelve a debrleﬁng statement descr1b1ng the study 1n e

= more detall

- . If you wrsh to talk to someone about issues rarsed in the 1nterv1ew please contact your‘ oxi -

- \Reg1onal Center, or contact our office for a referral at (909) 880-55 60. If you have

. Placea Cﬁefc'k‘m‘arlih?#e{ff |

any quest1ons about the. study please do not hesitate to contact Dr. Nancy Mary at

"(909) 880- 5560 The' results of this study will be ava1lable as of June 2001 and you A

‘may contact your part1c1pat1ng agency for the results L

By placmg a check mark in the box below : ”.lacknowledge that I have been 1nformed e
e of and understand ‘ ~ h : . . :

o vic-i,The nature and purpose-.of th1s mterv1ew

..,‘rec.elve s HEUENE B L A
| understand that no foreseeable long range rrsk 1s 1nvolved 1n part101patlon. KRR
;I acknowledge that I am at least 18 years of age ' : L

1 freely consent to part1c1pate and may wrthdraw my part101pat10n wlthout o -




APPENDIX B

DEBRIEFING STATEMENT

68



Debriefing Statement

The interview you have just completed was designed to measure resources and stress
levels among parents of developmentally disabled children. The intent of this
interview was to assess parents’ stresses, their role as a parent to their family with a
developmentally disabled child in the home, the parents’ support system, and their
satisfaction with the current efforts made by agency personnel to provide necessary
services. Specifically, the goal is to identify what are the needs of single parents to
increase empowerment and self-sufﬁ01ency

Thank you for your participation in this interview. If you have any concerns, please
feel free to contact Dr. Nancy Mary at (909) 880-5560. If you would like to obtaina
copy of the group results of this study, please contact your participating agency for the
results beginning June 2001. :
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Short Form of The Questlonnalre on Resources and Stress

S "Thrs questlonnane deals W1th your feehngs about a d1sabled Chlld in your fam1ly

 There are many | blanks on the questionnaire. Imaglne the child’s name filled i in on

o each blank. Give your honest feelings and op1n1ons Please answer all of the - el
' questions, even if they do not seem to apply If it is difficult to decide True (T) or s

e - False (F), answer in terms of what you or your fam1ly feel or do most of the time.

E i;fSometlmes the questions. refer to problems your family does not have. Nevertheless, . S
- they can be answered True or False ‘even then Please begm Remember to answer all oy
en 'ofthe followmg questlons s S : o SRIERTL ‘ S ‘

AR Pt doesn t communlcate w1th others of hls/her age : ST B
S growps ‘» . i, o R R e

2, Other members of the famlly have to do w1thout th1ngs because DT F
o3, ,Our famﬂy grees on 1mportant matters O KA :,_'/"F;.:;.;_;» S

4. Tworry about what will happen to. - - whenl canno . S A

. longer take care of him/her. - 7;:_,:;‘,:':‘.»

- °5. The constant demands. for care for R 11m1t growth and T

SERR fdevelopment of someone else in our fam1ly , R PRI R

6. R 1s 11m1ted 1n the k1nd ofwork he/she can do to make T o F

ahvmg ’ Ll L PR

~7...Lhave accepted the fact that s mlght have to hve out T

- his/her hfe in some spec1al settlng (e g 1nst1tut1on or group '
*"5'.::-'home) i .

. can feed hlmself/herself Lo o
901 have g1ven up thmgs I have really wanted to do in order to -
; :_y’_carefor 5 : e

o s able to ﬁt 1nto the fam1ly soc1al group

. . Somet1mes I avo1d taklng .. _outin publ1c %

- '12. In the future, our family’s. soc1al life will suffer because of
.. increased responsrb111t1es and financial stress. .

- 13. It bothers me that _ w1ll always be this way

© - 14. I feel tense whenever, I take - outin the publlc

15 Tean go v1s1t‘w1th fr1endsiwhenever I want o oo

17. knows h her own address o - e
~.18. The fam1ly does as many things together now as we ever d1d -
o190 isaware who he/sheis. o o ‘
20 Iget upset w1th the way my life is gorng _
2L Somet1mes I feel very. embarrassed because of RRIRIPERT! L
L2 T doesn t do as much as he/she should be able to do." ST

Cmmmmm




S37.

40,

50,
osL

. It is d1fﬁcult to commumcate w1th sl
~ has dlfﬁculty understandmg what is bemg sa1d to hlm/her
. There are many. places where we can- enJ oy ourselves as a famlly g
, 'when " comes along-c g g A

. l am dlsappomted that
). T1me drags for ‘

;]It is.easy for me to relax, =~ -
. T Worry about what w1ll be done w1t
-ggetsolder SR c o
. Talmost get too’ trred to enJoy myself S Sy,
One of the. thlngs I apprec1ate about
‘confidence. g : '
There isa lot of anger and resentment 1n our famlly

Ttis easy to communlcate wrth
:The constant demands to care for _; Sk
U 'and development ' 3
)
~© . longer can take care of him/her.
Lo 44,
S 45,

I feel sad- when I think of

is over-protected

has too much trme on hrs/her hands. -

~can t pay attentlon for Very long

_is able to.go to the bathroom alone:

can r1dc a bus'" ‘

accepts hlmself/herself as a person

I often WOrTYy - about what w1ll happen to

People: can’ tunderstand what f’_'y ;‘ S trles to say

Carlng for ) puts a stram on me

Members. of our famlly get to do the same kmds of thlngs other L

- familiesdo. i St -

e
49

I rarely feel blue. -

g v_I am worrred much of the. tim

SR w1ll always be a problem to us;
is able to express. his/her feelings
hastousea bedpan or a diaper.

can walk W1thout “help.

_is.able to take part in sports and games |

“does not lead a normal hfe
eSpecrally free tlme ’

: 6thersvfilj SR

£ because he/she |

when he/ she

e ‘» 1s h1s/her ;b s
‘ cannot remember what he/s she says from one S
5‘11m1t my growth

- '»fWh.en'I no

i&éeﬁaaweeﬁ#eaa*eﬁHTHHe*ee?HH%HHHHH&H;

e mmom T
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Background lnformatlon on Ch11d wrth Developmental Drsabrlrty
1 What is hls/her gender‘? . B d 1 Male ’_ : S 2 Female

2 What is hls/her age? -

,3 Does he/she have any srblrngs’? o fﬁ)lllYes' B 2.No

' 3 If Yes what is the1r gender and ages‘?

‘ 4 What is the nature of your chlld’s developmental dlsablllty? -

1 Mental Retardatlon 2 Aut1sm 3 Cerebral Palsy 4 Epllepsy 5. Other

L l‘k**‘l“l’**********************************************«F*****************

- ‘Please answer the followmg questrons There isa blank plece a paper attached 1f you :
. need more room for add1t10nal comments

There are two types of support informal support Whrch consrsts of family, relatives,
friends, and neighbors, and formal support wh1ch con51st of agenc1es support groups
~and other serv1ces : - : : : :

1. Please prlorltrze the informal support from one to ﬁve Number (1) w1ll be the
~ person whom gives you the most support and (5) 1s the least support Place a (0) if
_ the person is. not 1nvolved or non- appllcable L

'a) Father/mother of the ch1ld o _d) Other Relatrves

o b)Family ) Friends
‘¢) Family-in-laws - f)Nerghbors N
e R D g) Other (spec1fy)

2 D1scuss the kmd of 1nformal support that is grven by your number one and two ‘ i
ch01ces above‘? ' : e ,

L 3 _ Please prrorltlze the formal support that you receive from one to eight. Number M
~ will be the agency (or group) gives you the ' most support and (8) is the least
o “support Place a (O) 1f the agency (or group) is: not 1nvolved



a) Reglonal Center MR S P e) Med1 Cal
" b) Support Group. - ) Respite -
) Recreatronal Serv1ces " g School__
d) SSI - IR j_".h) Other (spec1fy)

’ 4 Dlscuss the krnd of formal support glven by your number one and two ch01ces o
above? : S o ,

E -_5‘.‘ What are your maJ or barrlers or challenges in ra1s1ng a ch1ld w1th developmental :‘
T d1sab111t1es‘7 IR Gk : : S ' "

6. If you could have one resource/serv1ce to glve you addltlonal support. and to help
: ehmmate stress 1n ra1smg your ch1ld what would 1t be‘7

ke ‘W1ll you be Wllllng to partlclpant 1n an mterv1ew‘? Yes - - No

If yes Please provrde your name and phone number

Na—me" 2 AR
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- Demographic Information

Please circle your answer.
A. What is your gender? 1.Male 2.Female

B. What is your age?

C. What is your ethnicity?

L. Whité 2. African-Arrieric_én 3. Hispanic/Létino 4. Asiéln-American 5. Other
D. What is your marital status? |

1. Married Parent 2. Single Parent (Never Married) 3. Separated Parent‘

4. Divorced Parent. 5. Widowed Parent - 6. Other

E. What is youf highest level of education completed?
1. Less than high Schoél - 2. High School Graduate | 3. Some College
4. College Graduate -~ 5. Graduate or prqfessional ;chool
J. What is your estimatéd yearly income for last year?
’1.‘Below 20,000 2. 20;001 to 30,000 3.30,001 to 40,000

4. 40,001 to 50,000 5. 50,001 or more

K. Caregiving Responsibility 1. Sole caregiver
. 2. Shared caregiving, if so shared
with '
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InterV1ew Questlons .

Name Date

7 What Isa tYplcal day in your home hke‘? -

8. Do you feel that your day and needs are dlfferent from mamed couples ralsmg a X f | b

‘ Chlld W1th adevelopment d15ab111ty‘7 If 50, how‘7 T

—

9 Do you receive any support from commumty members‘7 If 50, What type of support_ ‘
do you rece1ve‘7 U Cipe : i P

- 10. Does ‘yo,ur_“fva‘mily‘ receive any other ,ty'pe’of suppoft'servioes? e

- 11. What doyouffe_él‘yout>,ﬂfantily’svneed‘_sv .ate'in:caring_ffor .a_disable"d. child?

12 What services are you not recelvmg that you feel that will beneﬁt your chlld'
life? \ T ‘ 1

13 What is your suggestlon on better Ways‘ to dehver serv1ces to smgle parents carlng]
for a developmentally dlsabled chlld'? A > _ K

T 19
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v: Childréﬁf$’Béékgiduﬁdminformatibhﬂﬁku

‘QuéStionnaire'#ﬂﬂj

TChild’s  Child's
Gender Age

-e&Disability

v Female1 ,, Lf}l[iW

F“Developmentallyv* 
. Delayed, Bllnd

“Female 11 %

Spina Bifida

T Male 9

:Developmentally
~7Delayed

fﬁFémaiéfiuf 21

~ Mental

Retardation

Agenisis of -

. Corpus Collusa  
. Mental ”

vRetardatlon,,

 Down Syndrome:-

Mental

‘ ;Retardationﬂf

“Female . . 11

'Cerébral.Palsy

— Male o

~_Down Syndrome . =

Congenital

Myopathy

'fliv’

“Female . 6

Mental

'vRetardatlon

12

= .

Male .. -

[S23 R

Cerebral - Palsy.
Autistico.

14

~ Cerebral Palsy

15

~ Female . 10

16

~Female - T

_ Cerebral Palsy
~ Autism '

'4Mental _
v :~Retardatlon,,, ‘
. Cerebral Palsy .

18

.vMéle 7u¥ ¢ $ l1ﬁg 

“Cerebral Palsy

19

Spina Bifida -

*‘20f}Q-$faux”

 Muscular Atrophy .
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CODING SYSTEM

TDENTIFICATION

QUESTION

COMMENTS -

01

| CATEGORY
T

" I am stressed bemg smgle

No patemal suiaport ,

10

She’s not normal.

<)

‘People stare at her.

“below 20,000.

| Multidisciplinary team.

Respite care.

Live by self-no help.

‘Make decisions by myself.

" | More stressed than matrried parent.

. Support group for mothers.

| = o0 oo_oo'o\cxu.,u_-vm

‘Help with transportation to appomtments

02

'Developmental changes such as puberty

Paternal support

| Mood swings.

Sometimes,, church

Self- -help skills are inconsistent.

| support, below

Church meetings-members baby-sit.

| 20,000.

w

More education and research about disability.

03

No paternal.éup‘port,

He’s getting heavier to carry, its- dead weight.
Not certain about his future.’ .

No one to help make decrsrons

Below 20,000. .

Food banks.

.Outreach-help pay for utilities.

-] o o] oo| ]| w| =] O] | L]

More monetary funds for child.

-| Housing benefits.

‘Don’t treat parent like it’s their fault:

04

" She realizes she’s dlfferent

No paternal sdppert,

People stare, =

- Above 50,000.

Ignorance of society.

More age appropriate activities for disability. -

0| ol oof t0] eo| <a] ] vo] | =| W] =f oV ] =| M oV O[] o] G| o] |

Programs during hours need them after 3
pm. :

"No chlldcare

Have more needs and less time to access them.

Childcare.

U] V-1 FCN IV

No one to share responsnbllmes and decisions
with.

—

Family lives too far away.

Transitional housmg, adult day care vs.-adult -
home.

Help with educatmg about her deve]opmentalv ‘
changes. -

13

Flexrblhtyi of time for appomtments and v1srt 1
programs. '

3

| Sick time to use for daughter.

13

“Allow respite pay to in home relative.

05

Future unknown about development

1-No maternal support,

‘Society acceptance

| -above 50,000 " - -

. Finding a balance of love and empathy Vs

discipline and direction.

Companionship

06

Health and safety concerns.

Paternal and church

| Ignorance of public.

support, 20-30,000:

Additional monetary funds.

Jo| o uilay]
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o] oof oo | v O o

I o R 7 Qualified people for respite care.
IDENTIFICATION UESTION CATEGORY COMMENTS IR
' ‘ 1 Peer group outings.’
6 Inconsistent with self-help.
3 It’s only. me, a companion could help me.
3 ‘What I would. give for five (5) minutes.
1 Active in church; need help rlght over.
11 2 Money.
11 7 | Qualified people to answer questions.
11 9 Someone to babysit when she’s sick, I have to
I i | leave to go get her equipment. :
13 7 Cross reference families thh same
o o | ‘disabilities. .- :
13 7 ‘Stop overloading social workers so [ keep the
‘ . same one for awhile.
07:: 5. 8 Nk Other children are mean, they call her stupld
. : kids try to avoid her:
No paternal support, - 5 9 Someone besides my mother to depend on for
' : . : | care.
| Less than 20,000. 5. 6 ‘She’s going through puberty and I need help
‘ : learning to teach her how to put on sanitary -
_napkins.
5 2 ‘I’know my daughter and l will always have to
) live someone else because I can’t afford -
| housing.
5 9 Missed promotions because I would have to
. be at work at 5 am and bus comes at 7:30 am.
5 2 No money to pay a baby sitter,
5 9 | Don’t trust anyone to care for my daughter
o besides my mother. :
6 9 Afterschool activities that drop off and pick
up.
7 6 Self-help inconsistent
9 1 I don’t go to church, too tired.
08 5 6 Not enough time to spend with-my other
‘ o children. ‘
No paternal support, ‘5 I More time to recharge.
below 20,000. 6 10 ‘Worry about him.
8 3 .| I get no relief, at least if his Father could help
12 1 More respite to spend time with other
s children. =
13 7 | Provide respite care for fathers to encourage .
: them to spend time with their children.
09 5 6 Meeting his goals.
.6 11 | Have sports activities for parents.
10 6. 2 Money, I can’t work because I havc to care for
my daughter.
17 5 1 The services we ask for is always “No”.
E -5 1 Have to appeal decisions to people who don’t’
. even know my daughter, too much red tape.
6 9 - Camp twice a year in June, I only get to rest

seven (7) days out of 365 days.

Category Codes 1) Support Services, 2) Monetary Support 3) Companion Support, 4) Public
Assistance, 5) Education, 6) Developmental/Disability, 7) Dellvery of Services, 8) Social Acceptance,
9) Chlldcare/Actlvmes 10) Pessimism S
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