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Executive Summary

Introduction

There are almost 58,000 people living with an intellectual disability in Irekmdlit

is estimated that around twahirds are cared for at home by their familié&amily

carers are an important resource in the provision of care for people with intellectual
disability in Ireland and the Department of Health (Dots begun t@cknowledge

thiswi t h the publication o.fWHhilesemedaniiesi on al C
struggle with caregiving, others thrive and adapt well to caregiving strains and
responsibilities. These families may be c
overcome, resist, or adapt to the physical and psychological demands of:‘taring

Several studies have reported that families with a person with inteéclisability
tend to have lower levels of resilience than those found in the general piogufg’
Individual characteristics such as age, gender, caringoaahlandcarerecipient
dependencyan contribue to resilience 101!

1 Central Statistics Offic€CSO)(2012a)Profile 8. Our Bill of health . Dublin: The Stationary
Office.

2 Linehan, C., O'Doherty, S., Tatle®olden, M., Craig, S., Kerr, M., Lynch, &.al (2014).
Mapping the National Disability Policy Landscape . Dublin: School of Social Work and Social
Policy, Trinity College.

3 Department of Health (DoH) (2012a)he Nat i on al Carersd Strategy: Re
Supported, Empowered . Dublin: The Stationary Office.

4 Herrman, H., Stewart, D., Dia@ranados, N., Berger, E., Jackson, B. and Yuen T. (2011) What is
resilienceTanadian Journal of Psychiatry , 56(5), 258265.

5 Baxter, C., Cummins, R.A. and Yiolitis, L. (2000) Parental stress attributed to family members with
and without disability: A longitudinal studiurnal of Intellectual and Developmental
Disability , 25, 109118.

6 Baker, L.B., Blacher, J. and Olsson,. \2805) Preschool children with and without developmental
del ay: Behaviour pr obl e msJournalafrinehettigaiisabiity i mi s m and
Research, 49, 579590.

7Wong, P.K.S. and Lam, T.L. (2015) Enhancing the resilience of parentiofttiuintellectual
disabilities through volunteering: An exploratory studgurnal of Policy and Practice in
Intellectual Disabilities, 12 (1), 2@26.

8 Bekhet, A.K., Johnson, N.L. and Zauszniewski, J.A. (2012) Resilience in family members of persons
with autism spectrum disorder: a review of the literatutesues in Mental Health Nursing , 33
(10), 65@656.

9 Grant, G., and Whittell, B. (2000) Differentiated coping strategies in families with children or adults
with intellectual disabilities: The rel@vce of gender, family composition and the lifesgaarnal of
Applied Research in Intellectual Disabilities , 13 (4), 25075.

10 lewellyn, G., McConnell, D., Gething, L., Cant, R. and KeHdig010) Health status and coping
strategies among older parenarers of adults with intellectual disabilities in an Australian sample.
Research in Developmental Disabilities , 31 (6), 11761186.

11 Bayat, M. (2007) Evidence of resilience in familiebitdren with autismJournal of Intellectual
Disability Research ,51,7020714.



as well as social factors such as family solidarity, social connectedneésocial
suppat. >34 Environmental factors such as formal supports and community
resources can also play an important raferesilience>°

According b national census dat&87,112peopleprovide unpaid cardo others,
culminating irB27 million hours of car&éeingprovided each year. The majority of

these carers are femalmarried, andaged between 40 @59 years’ Traditional

family caregiving is changing and an increasing number of familyasarbesoming
ocompound carersodo, that i s, -edapeats.s who
Compound carers have competing caregiving demands and haaddedchallengs
associated witlprioritising care needs. Families are becoming smaller with fewer
family members available to provide care and women are waiting longer before
having childrenwhich means that an increasing numbércarers arefinding

themselves in theandwich generation, providing care for their young children as

well as for ageing parents. People with intellectual disability are now also living longer
with some families becoimgdwo generation elderly familié¥ In some cases, a

person with intelletual disability may berovidingcare to their elderly parent or

may even outlive their parentd Under these circumstanced)dre appeardo be a
growing number of siblings who assume the role of carer for a person with
intellectual disability whenarent passes away

12 Grant, G., Ramcharan, P. and Flynn, M. (2007) Resilience in families with children and adult
members with intellectual disabilities: Tracing elements of a pssobial modelJournal of
Applied Research in Intellectual , 20 (6), 568575.

13 Gerstein, E.D., Crnic, K.A, Blacher, J. and Baker, B.L. (2009) Resilience and the course of daily
parenting stress in families of young children with intellectual disabiliteamal of Intellectual
Disability Research, 53 (12), 988997.

14 Bekhet, A.K., Johnson, N.L. and Zauszniewski, J.A. (2012) Resilience in family members of persons
with autism spectrum disorder: a review of the literatutssues in Mental Health Nursing , 33
(10), 65@656.

15 Quellette-Kuntz, H., Blinkhorn, A., Rouette, J., Blinkhorn, M., Lunsky, Y. and Weiss, J. (2014)
Family resilience: An important indicator when planning services for adults with intellectual and
developmental disabilitie3ournal on De velopmental Disabilities , 20 (2), 5966.

16 Pottie, C.G. and Ingram, K.M. (2008) Daily stress, coping, andbeialy in parents of children

with autism: A multilevel modelling approadburnal of Family Psychology , 22 (6), 855864.

17 Centrd Statistics Ofice (CSO) (2012aProfile 8. Our bill of health . Dublin: The Stationary

Office.

18 McCallion, P., McCarron, M. and Force, L.T. (2005) A measure of subjective burden for dementia
care: The caregiving difficulty scdigellectual DisabilityJournal of Intellectual Disability

Research, 49 (5), 369371.

19 Green, S.E. (2013) Convergent caregiving: Exploring eldercare in families of children with
disabilitiesJournal of Loss and Trauma , 18 (4), 288305.

20 Tebes J.K. and Irish, J.T. (2000) Promoting resilience among children of sandwiched generation

caregiving women through caregiver mutual hdturnal of Prevention and Intervention in
the Community , 20 (32), 139158.
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This study aims to gain a better under st e
for a person(s) with intellectual disability, with a focus on the factors that enhance
family resilience.

Objectives

The objectives of the studyra to:

1 Examine current support structures within families with a person wntellectual
disability

1 Measure resilience among family carers of a person with intellectual disability.

1 Identify factors that promote or hinder resilience within families withesison with
intellectual disability.

1 Examine social connectedness among family carers of a persomteitactual
disability

T Explorethec o mpound carerds experience of prov
intellectual disabilitywhile also providing care for another person(s).

Methods
This study comprised two phases. Phase 1 involved an anonymous postal survey of
600 family carers in receipt of a Carer 0:s

intellectual disabilityaged 16 years and older. Each carer received a letter from the
Department of Social Protection (DSP) notify them of the study andncouragng
them to participate A questionnaire and stamped addressed envelops posted to
carers and, approximatelyveeek later, carers receivedlatter remindingthem to
return the questionnaire and thanking those who lthuhe so alreadyThe
guestionnairecollected information aboutarerddemographis, their caregiving
experience, caregiving supparénd about theirelative with intellectual disability.
Data was analysed using a Statistical Package for Social Sciences{SP8Z0

and both descriptive and inferentstiatisticaltests were used in the analysis.

Phase 2 consisted of-otepth telephone intervieswith compound carers whaon
addition to their relative with intellectual disabiliggrovided regular unpaid care to a
second person requiring feime care. Participants were recruited via the postal
survey in Phase 1. Interviews lasted between 407&ndhinutes and were audio
recorded and transcribed verbatim. The datas managed using N 9.0 software
and analysedsing thematic content analygis

21 Creswell, J.W. (2013pualitative, quan titative, and mixed methods approaches. London:
Sage Publications.

11
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Key Findings

Phase 1

A total of 247 carers particip&d in the surveyyieldinga 41%response rate

Respondents were aged 24 to 86 yeassth a mean age of 52 yealS[= 9.8)
Respondents were predominantly female (81.1%), Irish (93.5%), married or in a civil
partnership (53%), and had been caring for an average of 15 years. The vast majority
of caras (83.5%) were a parent to a person with intellectual disabilityabaltone

in ten were a sibling carer (10.6%). Over a quarter of respondents (26r&%dhe
studyds cr it er iindicamdthatciroatdtionumttteir relaiveavith
intellectual disabilitythey provided regulaunpaidcare to another person.

Care-recipientswith intellectual disabilityvere aged 16 to 86 years, with an average
age of 19 years. Caneecipients had mainly a mild to moderate intellectual disability
and hadelatively low levels of challenging behaviour.

Survey data suggested that carers were relatively resilient and generally managed
well, adapingto their caregiving roles and responsibilities. However, four out of ten
carers (40.8%) scored above the thresthfor psychological distresand, while wo
thirds of carers (66.0%) described their general health as good, very good or
excellent, the remaining described their health as poor or #ihile the majority of
carers felt a sense of belonging and scorgghhn social connectedness, over a
quarter reported low social connectedness. Some gaps in services were identified
particularly inrelation to access tarisis respite care and alternative therapies.

A number ofstatistically significaféctorswere asociated with low carer resilience
including being a compound carer, living with the ea@pient with intellectual
disability, high levels of psychological distress, poor/fairegadirted general health
and low levels of social connectedness. Firglalgo revealed that low carer
resilience was related to high levels of challenging behavi@arérecipiens & well
aslow levels of support from family, other informal supports, and formal supports.

Phase 2

Fourteen compound carerdqur males anden females) participated in telephone

interviews. Participants werdetween theages of 38 and65 years, and were

classifiednto three distinct compound carer categories. Six participants were

Oparent al csO ma o d n dr o a chddevih intebecteal disabilityg as

well as to another family member in need of fithe care. Four participants were
0sandwi ch csimpoaundproariedred care to a chil
as well as to a dependent parent. Finally,foum r t i ci pants were O0si b
caresO and provided care to a brother or si
to another dependent relative.

12



Family Carersd Experiences Wdlsabiltyari ng for a Per soa

An analysis of the interview datasulted inthe following three main themes:

0Di vi LConpousdCarfi ngd, OLtans nt n gaatainghgand an d
QustainingContinuity ofCar e 6. The f i nndividnakarerssappgogchesit t h a
compound caregiving differently. While some carers tried to balance their caregiving
roles separately, otrs fully immersed themselves and merged their compound

caregiving responsibilities. Participants also described their experiences of

transitioning and adapting to thecompound caregiving situatiolkomecarers

spoke about bei ng ndhdr,ownoostaaresSrédetmonstrated d e e p
high levels of resilience and acceptanmiedicatngan ability toadaptover timeto

their compound caregiving radeThe findings also showed that participants

expressed a desire to maintain stability and continuitthe carethat they provided

This meant that many carers adopted an insular approach to care, to prevent

disruptions to thef a miroutynéasdcare systemsHaving refuge outside of

caregiving wadeemedimportant by carers in enabling them to continue their

compound caregiving role.

Relevance to the Literature

This study provides important information about family carers and their experiences
of caregiving for a person with intellectual disabilfiyndings suggestat a higher
numberof carersof a person with intellectual disability are female (81.18kgn
compared with national carer dafé1.2%y? and that carerg¢ended to have lower
levels of education than the general populafidfihe differencen levels of

educatioral attainmenimay be as aonsequence of a r eomsiifinent to their
caregivingole. An analysis of the data also revealed the¢ioa third of respondents
indicated that they were single, separated, divorced or widowed, suggesting that a
relatively large proportion of regondents were lone carers.hese findings are
consistent with those reported by Barron and colleagues (2006) aaathctors that
need to be taken into account when developing support senites

In this study, just over a quant®f carers were caring for a person with intellectual

disability, in addition to another relatiweho required full-time care and attention.

This proportion is somewhat lower when compared to other studies such as that
undertakenby Perkins and Haley (20}, which reported that over a third of carers
(37%)provided care toa second person. Tt discrepancynay be attributable to

differencesin he definition used for O6compound c
10% ofsurveyrespondents andas suggested by other research studies, this

22 Central Statistics Offic€CSO)(2012a)Profile 8. Our b ill of health . Dublin: The Stationary
Office.

23 Central Statistics Office (CSO) (2012Bjofile 9. What we know . Dublin: TheStationary
Office.

24 Kelly F., Craig S., McConkey R. and Mannan H. (2009) Lone parent carers of people with
intellectual disabilities in the Republic of IrelaBdtish Journal of Learning Disabilities , 37,
2655270.

13
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percentage is likely to increase psoplewith intellectual disability age®®
Consistent with the literatureon sibling carersthis study found that sisters were
more likely to provide care to their siblingith intellectual disability than
brothers2"2®

The majority of carerecipients with intellectual disability in this study were male
(71.1%), which is a much higher proportion than that recorded onNlational
Intellectual Disability DatabagBlIDD) (58.2%.2° Consistent with the NIDD
records, carerecipients had mainly mild to moderate intellectual disability.

The study findings showed that whiteost carers were in receipt of a range of
services, some have not received the services they require. For egajupt over

half of the respondents whimdicated that theyequired crisis respite care in the
previous six monthsdid not receive the service. There has been a marked increase
in the demand for respite servicéshowever, there has been a decline ing¢h

provision of crisis and planned respite care in recent y&asaddition, more than
one in five carers indicated that their relative with intellectual disability required
alternative therapies (e.g. sensory therapy) in the previous six months, howkger
majority of whom did not receive thiservice. There were also unmeerviceneeds

in areas such as psychological and counselling services, dietician servicesakete
respite servicesand occupational therapy. According to Kelly (2015), therelheen

a significant demand for enhanced multidisciplinary support services. As shown in this
study, low levels of informal supportese associated with low levels of resilience
Therefore ensuing that families are approjtely supported is important in
maintaining family resilience.

25 Brennan, D., Murphy, R., McCallion, P., Griffiths, M. and McCarron, M. (20&e)standing
family strategies that enable long term and sustainable home environments for older
people with intellectual disability. Executive Summary. Dublin: Trinity College Dublin.

26 |IDSTILDA (2016) IDSTI LDA Val uing carersd involvement.
http://www.idstilda.tcd.ie/info/

270rsmond, G., and Seltzer, M. (2000) Brothers and sisters of adults with mental retardation:
Gendered natre of the sibling relationshigsmerican Journal on Mental Retardation , 105,
4863508.

28 Coyle, C., Kramer, J., and Mutchler, J.E. (2014) Aging together: Sibling carers of adults with
intellectual and developmental disabilitidsurnal of Policy and Pract ice in Intellectual
Disabilities , 11 (4), 308312.

29 Kelly, C. (2015HRB Statistics Series 28 Annual report of the National Intellectual
Disability Database committee 2014. Dublin, Ireland: Health Research Board.

30 McConkey R., Kelly F., Mannan H. andi§@i&. (2010) Inequalities in respite service provision:
insights from a national, longitudinal study of people with intellectual disabidiasal of Applied
Research in Intellectual Disabilities , 23, 8%94.

14
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Despite previous studies reporting that parents of children with intellectual disability
tend to experience lower levels of resilientiean other parents**>3 in the present
study,the survey respondents were found to be relatively resilient. However, two
fifths of respondents scored above the threshold for poor psychological distress
(40.8%), which is a much higher proportion than that found among the general
population (12%§* Furthermore, a third ofcarers reportedpoor general healttand

a quarter reported lowlevels of social connectedness. Chadwick and colleagues
(2013) discuss the propensities of families of people with intellectual disability and
highlighttheir ability to adjust to caregiving situations over time.

Several factors were found to be associated with low carer resilience in this study.
Carer psychological healtivas anong the individual factosssociated with

resilience. @rers who experience poor psychological wellbeing were more likely to
have lower levels of resilience. This finding is consistent with previous studies that
have reported that good mental health in parents wasitivelyassociated with

family resiliencé Other individual &ctors includedeing a compound carer,

poor/fair selfreported general health, living with the camecipient with intellectual
disability, and highdevels of challenging behaviaxhibited by the careecipient.

Social factors associated with low resnce included low levels of family support and

low levels of social connectedness. Having strong familial relationships is considered a
key protective factor in maintaining resilientté’=® particularly if families can pool
together their resourcesmaintain good communication, stay connectednasd

31 Baxter, C., Cummins, R.A. and Yiolitis(2000) Parental stress attributed to family members with
and without disability: A longitudinal studiurnal of Intellectual and Developmental
Disability , 25, 109118.

32 Baker, L.B., Blacher, J. and Olsson, M.B. (2005) Preschool children with anat @ételopmental
del ay: Behaviour pr obl e msJlournalafrinehettisaiisabiity i mi s m and
Research, 49, 579590.

33Wong, P.K.S. and Lam, T.L. (2015) Enhancing the resilience of parents of adults with intellectual
disabilities throughrolunteering: An exploratory studyournal of Policy and Practice in
Intellectual Disabilities, 12 (1), 2@26.

34 Tedstone Doherty, D., Moran, R. and Kartale®® Do h e r t y PsychologidaldiBtiess,)
mental health problems and use of health services in Ireland . HRB Research Series 5.
Dublin: Health Research Board.

35 Choi, E.K. and Yoo, L.Y. (2015) Resilience in families of children with Down syndrome in Korea.
International Journal of Nursing Practice , 21, 533541.

36 Gerstein, E.D., Crnic, K.A, Blaahd. and Baker, B.L. (2009) Resilience and the course of daily
parenting stress in families of young children with intellectual disabiliGamal of Intellectual
Disability Research, 53 (12), 988997.

37 Walsh, F. (2003) Family resilience: a framewforkclinical practiceFamily Process, 42 (1), 1
18.

38 Peer, J. W. and Hillman, S.B. (2014). Stress and resilience for parents of children with intellectual
and developmental disabilities: A review of key factors and recommendations for practitioners.
Journal of Policy and Practice in Intellectual Disabilities , 11 (2), 9298.

15



Family Carersd Experiences Wdlsabiltyari ng for a Per soa

sharecaregivingommitmens.3°4%*! Previous studies have also highlighted the
importance of maintaining stable social networks in maintaining family resffence
For example, social support can be souffbin partners,family,extended family,
friends and neighbours in the community, febdsed servicess well as networks
developed through working and volunteeritig*+>4°

Environmental factors associated with resilience tendednrelation to formal
supports and services. In this study, low levels of formal supports were related to
low levels of resilience in carers. A US study found that better access to services
resulted in greater levels of wdbleing in carers and an increaseheir perceived
ability to cope?’ In addition, formakupports can provide reassurance to carers by
helpingthemto increase their confiden¢® and promoteresilience.

More than one in four carers who responded to the postal survey indicated that they

were a compound caremeaninghat they provided care to a second dependent

person, in addition to their relative with intellectual disability for whom they received
acaer 6s all owance. The majority oifgcarehese c
to an elderly parent oanother child.The findings from thénterview datain phase 2

of the study highlighted the diverse nature of compound casitgations which
includedparental, sibling and sandwich compound caregiving. Similar caregiving

39 Choi, E.K. and Yoo, L.Y. (2015) Resilience in families of children with Down syndrome in Korea.
International Journal of Nursing Practice , 21, 533541.

40 Bekhet A.K., Johnson, N.L. and ZauszniewsKi, (2012) Resilience in family members of persons
with autism spectrum disorder: a review of the literatutssues in Mental Health Nursing , 33
(10), 65@656.

41 Greeff, A.P. and Nolting, C. (2013) Resilience imilfas of children with developmental disabilities.
Family Systems and Health, 31 (4), 396405.

42 Peer, J. W. and Hillman, S.B. (2014). Stress and resilience for parents of children with intellectual
and developmental disabilities: A review of key factord recommendations for practitioners.
Journal of Policy and Practice in Intellectual Disabilities , 11 (2), 9898.

43 Richardson, E.W. and Stoneman, Z (20I%)e road to membership: The role of resilience in
seeking and maintaining membership in a faith community for families of children with disabilities.
Journal of Disability and Religion , 19 (4),3126339.

44 Llewellyn, G., McConnell, D., Gething, L., Cantaid Kendig, H. (2010) Health status and coping
strategies among older parenarers of adults with intellectual disabilities in an Australian sample.
Research in Developmental Disabilities , 31 (6), 11761186.

45 Hall, H.R. and Graff, J.C. (2011) The relasihips among adaptive behaviours of children with
autism, family support, parenting stress, and copgsgles in Comprehensive Pediatric

Nursing , 34 (1), £25.

46 Rozario, P.A., MorrovHowell, N. and Hinterlong, J.E. (2004) Role enhancement or role strain
Assessing the impact of multiple productive roles on older caregiverlveitig.Research in

Aging, 26 (4), 418418.

47 Holl, E. and Morano, C.L.2014 Supporting the next generation of caregivers: Service use and
needs of adult siblings of individuals with intellectual disathitiusion, 2 (1), 6.
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situations have been reported in the literatuf®°°°°! The interviews highlighted the
different approaches adopted by carers to compound caregiving. While some carers
separated their aregiving roles, others amalgamathdir responsibilitieand

integrated therolesinto their own life. Similar tdindings fronprevious studieghis
studysuggestedhat carers weresometimedorced to prioritise their caregiving
responsibilities?

Data analysis also revealed the processsersengagedn whentransitioning to the

role of compound carer. Becoming a compound carer can sonasoccur
unexpectedlyand wth no formal arrangements in place, such as when a parent
passes away and anothzhild has to take over the care of thegibling***
Participantspokethen about their readiness, preparedneasd acceptance oéking

on multiple caregiving rolesegardless of the changes in family structures and care
systemsAlso evident from the interview datsyas a sense of familial commitment
and solidarity. These family qualities have been shown to promote positive
intergenerational exchanges in family caregiving structfidaintaining continuity of
care for their rdative with intellectual disability was important to participants, and
consequently, many adopted an insular approach tograireg, so as not to disrupt

the established routines and the current provision of cakeselfreliance style of
caregiving has lea noted in other studies, whereby family carers tend to overcome
the challenges of compourtéregiving as best they can themselves, rather than seek
additional support* This response may also be attributable to the transient nature of
compound caregivimy

Key Implications for Policy and Practice

1 As two-fifths of carers reported levels of psychological distress that were more
than three times higher than levels found among the general public, family carers

48 Grundy, E. and Henretta, J.C. (2006) Between elderly parents and adult children: A new look at
the intergenerational care provided by the sandwich generati@eing and Society , 26 (5),7070
722.

49 Tebes, J.K. and Irish, J.T. (2000) Promoting resilience among children of sandwiched generation
caregiving women through caregiver mutual hdturnal of P revention and Intervention in
the Community , 20 (32), 139158.

50 Perkins, E.A., and Haley, W.E. (2010) Compound caregiving: When lifelong caregivers undertake
additional caregiving roleRehabilitation Psychology , 55 (4), 408417.

51 Dew, A., Llewellyn, G., and Balandin, S. (2004)-paxsintal care: A new generation of sibling
carers.Journal of Intellectual and Developmental Disability , 29, 17@&179.

52 Kwok, H. (2006) Theson also acts as major caregiver to elderly parents: A study of the sandwich
generation in Hong Kon@urrent Sociology, 54 (2), 258272.

53 Coyle, C., Kramer, J., and Mutchler, J.E. (2014) Aging together: Sibling carers of adults with
intellectual and dealopmental disabilitiedournal of Policy and Practice in Intellectual
Disabilities , 11 (4), 308312.

54 Perkins, E.A. (2010) The compound caregiver: A case study of multiple caregivin@lialeal
Gerontologist , 33, 248254.
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need to be supported to maintain good mentaklia. Communitybased health
and social care professionaised to engagenore with carers and providéhe
necessary supports thelppreventtheir mental healtirom deteriorating.

1 One in four carers reported low social connectedness, therefore carersikho
be supported and encouraged to have greater societal participation and
integration withn their communitesthrough engagement with activities such as
work and/or study outside the home, as well as with casapportgroups.

1 Higher levels of lsallengig behaviours exhibited by a person with intellectual
disability was shown to negatively impact carer resilience, therefore damiied
access to interventions aretlucation andbe supporied in the managment of
challenging behaviours exhibited by their relative. Educatpyogrammes and
information should be available to parents and other family members on non
aversive strategies to promote positive behavicas well aon approaches to
managg challengingpehaviour.

1 As compound carers experienced lower levels of resilience and social
connectedness than necompound carers, their needs and caregiving situation
should be assessed individually, taking into account their unique caregiving
circumstances. Serviggoviders and policies also need to acknowledge and
recognise that families have diverse ne

1 Perceived helpfulness of support services was positively correlated with carer
resilience, therefore carers should be included @onsulted as part of service
evaluations, so that resources can be appropriat@ipred, allocated andbest
utilised by families.

1 In-home supports such as honimased respite, hombased therapieand home
help require the allocation of greater resmes so that regular uninterrupted
care can be provided by carers to a relative with intellectual disability and the
care can continue to be maintained and sustaj@didst changes to traditional
family caregiving

Next Steps

This study comprised a crosectional survey of family carers of a person with
intellectual disability, who were in receipt of a somalfare payment for theare
they provided. Thiss onlya subset of carerand further research is needed to
examinethe experiences obther coharts of carers including thosevho do not
meet theeligibilitycriteriafora Ca r e r ricsor who dombina fulitime
employment with care of a relative with intellectual disabiligngitudinal data from
multiple perspectives would also provide in\adlie information on the changicgre
needs of families over tim&.ery little research has been conducted to date with
carers whohave multiple caregiving roleshérefore future studies shouldollect
both qualitative and quantitative information on compound carers, in order to
examinemore closelythe changing nature afaregiving roles assumed taynily
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carers,the uniquecaregiving situations anle challengesssociatedvith caring for
more than one person.

Conclusions
This study examined the experiences of <caé
Al l owance for the care of a relative witdt

revealed thatvhile carers were relatively resilierihis may come at a personal cost,
as high levels of psychological distress were found infiftfts of carers and a third
of carers reported having poor or faliealth. Furthermore, over one in four carers
were considered to have low levels of social connece=in The study findings
highlighted several factors that were related to low carer resilience including co
residing with their relative with intellectual disability, being a compound carer, having
high levels of psychological distreasd low levels of stal connectedness, and poor
general health. High levels of challenging behaviour exhibited by their relgtive
intellectual disabilityas well as low levels of family, socald formal supports were
alsoassociated with poor carer resilience. Compulicaregiving will likely become
more prevalentin years to come and carers will need support in transitioning and
sustaining the compound caregiving role.

Findinggrom this studyprovide a better understanding of the unique caregiving
circumstances andrsictures within families caring for a person with intellectual
disability. The factors that can lead to low carer resilience have been identified and
can therefore be targeted in order tomaximise and sustain resilience among family
carers. This approactan help to ensure that, with the support of professionals,
policies and services, family caregiving can continue to be a valuable resource in
society. The study findingsn be used to inform policies and services so that
appropriate and suitable supports can be developed to meet the needs of people
with intellectual disability and their families.
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Chapter 1: Introduction

This chaptersummariseshe Irish context for family caregivingparticularly in

relation to family carers of personwith intellectual disability Relevantcarer and
disabilitypolicies are outlinedThe chapteralsopresents theaim and objectives of

the study,andgivesa brief overview othe study design, data collection methods and
approaches to data analysis.

1.1 Family Caregiving in Ireland

The mostrecentensus defi nes ahoprovweser égakana pepa
personal help for a friend or family member with a lelegm illness health problem

or di gpalB7)°IStatisticHshow that a growing proportion of the Irish
population are providingegularcareto friends and relativedn 2002, 148,754

people reported that they provided unpaid care. This figure grew to 160,92006,

and in 2011 182,884 peopledicated that they providednpaid caré® This Census

data suggests a 2&ise in the number of informal carers since 200&h the

current number of unpaid carers (aged 15 yeansl older) now accoutmgfor 4.1%

of the Irish population. This percentage is somewhat lower when compared to other
nationstatessuch as Northern Ireland, whera@most three times th proportion of

the population(11.8%haveidentified themselves as cargisor in the U.S. where
18.2% sk-reported that they were caregiverd.This difference may be attributable

to the wording used in thesurveyquestionsor due to contrasting cultural views of

the term carer and a lack of salfentification among carers.

Figures show that a substal 327 million hours of care arprovided by unpaid
carersin Ireland each year Most of these carers aréemale, aged between 40 and
59 years, married and live in rural aréa3he majority of carer§58%)provide
between one and fourteen hours of carempweek and approximately one fifth of
carers (21%) provide care for 43 hours or more on a weekly basisost 60%are
reported to be in employment

Changego family structures are havg significantonsequences for the family
caregiving situation. Gnthird of families in Ireland angow considered to be outside

*Throughout thisreportd i nt el | ectual disabilitydd refers to a
autism.

56 Central Statistics Offic€CSO)(2012a)Profile 8. Our Bill of health . Dublin: The Stationary
Office.

56 Care Alliance Ireland (CAl) (2015Bamily caring in Ireland. Dublin: CAL.

57 AARP/NAC (2015)Caregiving in the U.S. 2015. US: AARP Public Policy Institute and National
Alliance of Caregiving.
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t he 06t r ad i*®Diedorthe Heclimoirdfertilitp ratesand the increase in the
number of women in the workforce, families are now smaligth fewer individuals
available to provideare® W omen arenow waiting longer before having a family and
consequenthan increasing number of carers find themselves in the sandwich
generation, that is, caring for theawn youngchildren whilealso providing care to
elderly parentsThe nature ofthis caregiving situation means that carett

encounter circumstances unique to their caregiving role, such as havbaaoce
competing caregiving demands aomobritize the care of their children over the care
of their elderly parents? Another way in which family structures have begun to
change and impact family cai®the increased number dbne parents caring for a
person with intellectual disabilities, particularly, those caring for an individual aged 20
years and younger with a Wiintellectual disabilit§P.

1.2 Intellectual Disability and Family Caregiving

According to the 2011 census, there are 57,709 people liwirnly intellectual
disabilityin Ireland®* This figureaccounts for 1.3%f the populationThe census data
shows that the incidence afitellectual disabilitys morecommon among males and
that the majority of people withntellectual disabilitguffer from other difficulties
such as problems with learning, remembering or concentratind onein three
have a psychological disability. Consequently many expeer difficulties with
working,attending school or college, arsgpending timeéndependenthoutside of the
home®! Autism is commonly associated with intellectual disabilagpd while there

IS no census datavailablen Irelandon the nunber of those living with autism, a
recentresearchstudy estimated thaas many as 50,000 peojaee affected by
autisme®

Since 1995, a database of all persons in receipt of intellectual dissdilieshas
been in operation in the Republic of Irelarithe data from theNIDD indicates that

58 Lunn, P. and Fahey, T. (20HQuseholds and family structures in Ireland: A detailed
statistical analysis of Census 2006 . Dublin: The Economic and Social Research Institute and the
Family Support Agency.

59 Kwok, H. (2006) The son also acts as major caregiver to elderly parents: A study of the sandwich
generation in Hong Kon@urrent Sociology, 54 (2), 258272.

60 Kelly F., Caig S., McConkey R. and Mannan H. (2009) Lone parent carers of people with
intellectual disabilities in the Republic of IrelaBdtish Journal of Learning Disabilities , 37,
2659270.

61 Central Statistics Offic€CSO)(2012a)Profile 8. Our Bill of health . Dublin: The Stationary
Office.

62 Hoekstra, R.A., Happé, F., Bar@ohen, S. and Ronald, A. (2009) Association between extreme
autistic traits and intellectual disability: insights from a general population twin StuelyBritish
Journal of Psychiatry , 195 (6), 5316536.

63 Sweeney M.R., Staines A. and Boilson A. (28L6sm Counts: A report on Autism
Spectrum Disorder prevalence estimation in the Republic of Ireland. Dublin City
University: School of Nursing and Human Sciences.
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27,515people withintellectual disabilitare registered andn receipt of formal
service$? The majorityare male (58.2%and between the ages 86 to 54 yeas old
(27.6%. A third (33%)havea mild intellectual disability, over two fifths (41P&vea
moderate intellectual disabilitg4.5%havea severdantellectual disability3.3%havea
profound intellectubdisability and 8.4%are reported asunverified®* While two
thirds of thoseavailing of services are supported at homelgir parents, siblings,
relatives or foster parent? little is known about the nature of the famitare
supports and the circumstances in whithat care isbeingprovided.

The increase idifespan of people with intellectual disabijfit}? together with

changes in family structuretbe landscape of traditional caregivisglsochanging

An unprecedented longer life expectancy means that parents and family oérers

people with intellectual disabiligre providing care for longer anadsie families may

now become 6two generation elderly famil:]
person with intellectual disability are over 60 years of &g&s carersgrow older,

they may develop health problems of their ovamd in some cass, this may result in

a reversal ofoles, wherethe person with intellectual disability fisthemselves

providingthe carefor their primary family care?”c®

Parents of children witlntellectual disabilities assume a caregiving role from birth,

but as their child grows ol der, there is
become caregivers to their dpyv8blasoreent s or
instances, it is a siblingho becomes the primary careqiver fois/herbrother or

sister withintellectual disabilitwhena parent passsaway.Siblings may find

themselves trying to balance the constant demands of caring for their brother or

sister withintellectual disabilitywhile simultaneously trying to raise a young family of

their own. Especially for older familiethere are increased pressures to provide

64 Kelly, C. (2015HRB Statistics Series 28 Annual report of the National Intellectual
Disability Database committee 2014.  Dublin, Ireland: Health Research Board.

65 Linehan, C., O'Doherty, S., Tatle@olden, M., Craig, S., Kerr, M., Lynch, &.al (2014).
Mapping the National Disability Policy Landscape . Dublin: School of Social Work and Social
Policy, Trinity College.

66 McCallion, P., McCarron, M. and Force, L.T. (2005) A measure of subjective burden for dementia
care: The caregiving difficulty scdlatellectual DisabilityJournal of Intellectual Disability
Research, 49 (5), 369371.

67 Green, S.E. (2013) Convergent caregiving: Exploring eldercare in families of children with
disabilitiesJournal of Loss and Trauma , 18 (4), 288305.

68 Care Alliance Ireland (CAI) (2015Bjiscussion Paper 2: Intellectual Disability, Caring and
Role Reversal. Dublin: CAI.

69 Perkins, E.A. (2010) The compound caregiver: A case study of multiple caregivin@lialeal
Gerontologist , 33, 248254.
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care for longerandto plan for the future care of their relativevith intellectual
disability’®"*

1.3 Irish Policy and Supports for Family Carers

Irelandhas a number o$tructures in placevithin its healthsocial careand welfare

systemto supportinformalcarers.An explicit objectiveof the Irish healtlcare

system andrish governmentpolicyis to ensue that carers are supported in their

caring role.The Department of Health publishedth@® at i on a | Carer sd St
whichprovides recognition to family carers and acknowledges them as the
Obackboned of c a’The srategwprogideoaroadmap forr el an d .

i nformal <caregiving and aims to ensure t}
manage their caring responsibilities with confidence and empowered to have a life of

their own outside ofcari n(g.8)?The strategyid nt i fi es 0a carerd a
Is providing an ongoing significant level of care to a person who is in need of that

care in the home due t@8i?MHeadasCanabs&abi
Strategpwas drafted in a climate of econatrausteriy, with a view to its measures

being adequately funded in subsequent iterations. All major political parties have

since committed tathe implementation of a renewed and funded stratétjyhe

documentsets out a number of priority areas, which inde the following:

Recognise the value and contribution of carargl promote their inclusion in
decisions relating to the person that they are caring for

Support carers to manage their physical, mental and emotional health and well
being

Support carerdo care with confidence through the provision of adequate
information, training, services and supports

Empower carers to participate as fully as possible in economic and social life.

There have beeneyeral Irish policy documents published in recgaars that focus
on improving the lives of people with intellectual disability living at home in the
communitywith their families@ he National Disability Strategy Implementation Plan
20132015 prepared by the National Disability Strategy Implementatroup

70 Gilbert, A., Lanskshear, G. and Petersen(2008) Older famihc ar er s vi ews on t he
accommodation needs of relatives who have an intellectual disalmitgynational Journal of

Social Welfare , 17 (1), 5464.

71 Taggart, L., Truesdakennedy, M., Ryan, A. and McConkey, R. (2012). Exahmensupport

needs of ageing family carers in developing future plans for a relative with an intellectual disability.
Journal of Intellectual Disabilities, 16 (3), 218234.

72 Department of Health (DoH) (2012a) he Nat i onal Carersd Strategy:
Supported, Empowered . Dublin: The Stationary Office.

73 Family Carers Ireland (201&ummary of the Commitments made for Family Carers by
Paolitical Parties in Election 2016. Dublin: Family Carers Ireland
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(NDSIG)" and@ he Value for Money and Policy Review of the Disability Seiices
Ireland, published by the Department of Healttitame the demographic shifiat is
occurring within families caring for persons with intellectual disabiline®
documentspromote equality for people with intellectual disabilitgth a particular
emphasis otthe collaboration of government, voluntary, and community sectt/rs.

Family carers are an important resource in the provision of care for persons with

intellectual disability in Irelanaith over two thirds of those registered with the

NIDD living at home’®’” However, according toThompson and colleagues (20%4)

and Linehan and colleagues (209, 4upport for carers in their caring role is not in

recognition of existing caring demands and expectatifisThe currentVision

Statement for Intellectual Disability inlrelahd ghl i ght ed &éan absenc
family goals and the devdd 9%Suchddcumerts t he f
demonstratethat there isa lack of support and understanding of families where

there is a person with intellectual disability.

In Ireland, ihancial suppds are available to familiesring for a person in need of

fulktime care TheDSPoffersa C a Allewaidcsto eligible carerover the age of

18 yearsA family carer providing futime care for aperson with intellectual

di sability may apply for a Carerdos All ow
under 66 year s andyear@Thigisdnoeantestdd osneof over 6
income support available to carers of individuals who requirtifuk care and

attention. If care is being provided to a second person, ttienpayment is increased

by 50%A halfr at e Car er 6 s A ltolcarersamiacaee inireceipaof ai | a bl ¢
another social welfare payment (e.g. guarent family payment)This payment is

also meangested. Anyonevho receivesa Car e r 0 sispdrmitted v warkc e

€

74 National Disability Strategy Implementation Group (NDSIG) (20N&{ional Disability

Strategy Implementation Plan 2013 -2015. Dublin, Ireland: Department of Justice and Equality,
Equality Division, Disability Policy Unit

75 Department of Health (DoH) (2012bvalue for Money and Policy Review of Disability

Services in Ireland . Dublin: The Stationary Office

76 Kelly, C. (2015HRB Statistics Series 28 Annual report of the National Intellectual
Disability Database committee 2014. Dublin, Ireland: HealtResearch Board.

77 McCarron, M., Swinburne, J., Burke, E., McGlinchey, E., Mulryan, N., Andrews, V., Foran, S. and
McCallion, P. (2011Growing Older with an Intellectual Disability in Ireland 2011: First

results from the Intellectual Disability Supplement of the Irish Longitudinal Study on

Ageing. Dublin, Ireland: School of Nursing and Midwifery, Trinity College Dublin.

78 Thompson, R., Kerr, M., Glynn, M. and Linehan, C. (2014) Caring for a family member with
intellectual disability and epilepsy: Practisatial and emotional perspectiv&eizure, 23 (10),
8560863.

7 Linehan, C., O'Doherty, S., Tatle@olden, M., Craig, S., Kerr, M., Lynch, &.al (2014).
Mapping the National Disability Policy Landscape . Dublin: School of Social Work and Social
Policy, Trinity College.

80 National Federation of Voluntary Bodies (NFVB) (200%ion Statement for Intellectual
Disability in Ireland for the 21st Century.  Galway, Ireland: National Federation of Voluntary
Bodies Providing Services to People with IntellectDadability.
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and/or studyoutside the homdor up to 15 hours a week. Care who wish to leave

work in order to provide care to a person(s) in need of ftilne care and whohave

paid sufficient social insurance contributiomay apply folCa r e r 0 sfor ipdon e f i t
two years Other financial supportsuch atheannualCar er 6 s Support Gr
(formerly the Respite Care Grant) are available to eligible caiftsile this grant

was cut by 19%n the 2013 governmental budgétwasrecentlyr e st or ed t o 01
in the 2016 budget.

Familyaearerswh o r ecei ve a fGapesonvith anAntellestwah n c e
disability can face particulahallengesThis isespeciallghe case wherhe person

with intellectual disabilityurns 16 years of agéA child whose needs, owing to a

disability that are substantially in excessthie care and attention ordinarily required

by a childmay receive Domiciliary Care Allowan¢@CA) up until 16 years of age.

This allowance isurrentlysetatt 3 0 9. 50 RCAIs@aidttohan eligible child,

not to their carer, whichmeans that DCA isiot counted as reckonable income in

meanst esting for Qariséer 39sdéal éomiamiceg a perso
househol ddés r ent al Updnueaching 1§¢ears ef agethea | housi
person with intellectual disabilityho receivedthe DCA maytransfer toa Disability
Allowance(DA). DA is paid toa personwho is substantially restricted in undertaking

work or training owing to a disability. The curreAr at e i s 0188 week|l
recipients musstill satisfy a means tegt this point,there is dso areview of the

situation for bothrecipient and tleir carer, in receiptofaCar er 6 s AHel owanc e
complexities inherent in this transition from one payment to another have been
acknowledged by thBSP®! To reduce theassociated burden expencedby

families the DSPhave now committed to notifying househalgix monthan advance

of this transition fromthe DCA to DA, andprovidingan explanation of wat this

entails.This is in line with the recommendations from a recent review of B@A 2!

Despite improvements ithe provision andadministration of theefinancial supports
the transition forafamily when gerson with intellectual disability tusri6 years
continues to present significant challenges example, there may be inadegeat
arrangementsor transitionngfrom a mainstream to a special school,tora post
secondary school. Furthermorée longterm care system in Irelandends tofocus
on services for older people and youwsrgchildren with those betweerthe ages of
16 and 65 experieniagsignificantly mordelifficulties with accessgappropriate
services.

Several support organisations have been established to support parents and carers in

|l reland. Family Carers Ilreland (FGdr) (for
Carers)is a national voluntary organisatiohat offerssupports to family carerg/ho

provide care in thehome Suchsupports includea Freephone Care Line, home

respite services, advocacy, informatiand trainingCare Alliance Irelant an

organisation witha network of over 100voluntary organisatioes that work with, and

81 Report of the Review Group (201ZD)omiciliary Care Allowance Review. Dublin: Report of
the Review Group.
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support family carers, anfhcus on raising awareness, as wekkagaging research
and policy development. A number of otheationalorganisations offespecialised

information and support to familiesf a personwith intellectualdisability such aghe
National Federation of Voluntary Bodies (NFVBglusion Ireland, Dow8/ndrome
Ireland,and Irish AutismAction.

Given theheterogeneousind changingature of families where there is a person

with intellectual disabilityit can bedifficult to develop appropriate caregiving

supports. Each family caregiving situation is differgtht unique circumstance#\s
Chadwickand colleague@013)s t a t eiay makérg seivice providers and the

wider community in Ireland and internationally should work more closely with

families to address these needs to enable people with intellectual disabilities and their
families to feel supported, empowered, included affdrded their basic human

r i g(p.t130%°

1.4 Aim and Objectives

While familycaregiving in the field aftellectual disabilithas received increased
attentionover the last number of year88384858¢ rg|atively little is still known about
caregiving demands, family relationships, family suppomd€ompoundcaregiving
prioritization. As stated by Rowbothaand colleague®011)6i f f ami |l i es ar
supported in their caring role, it is importariat we develop a better understanding

both of the demands they face, and of the mechanisms that allow them to continue

t hei r(p. 130) T® this end, theoverarching aim of this study wao examine
family carer s0d e apesoniita imtelleciual didabilitTde i ng f or
objectives of the studyvere to:

2Chadwi ck, D. D. , Manna, H. , I ri ar ltawlor, ARBNIG . |, Mc Con
Harrington, G. (2013) Family voices: Life for family carers of people with intellectual disabilities in
Ireland Journal of Applied Research in Intellectual Disabilities, 36, 119132.

83 Taggart, L., Truesdakeennedy, M., Ryan, A. and McCegkR. (2012). Examining the support
needs of ageing family carers in developing future plans for a relative with an intellectual disability.
Journal of Intellectual Disabilities, 16 (3), 218234.

8006 Connel |, T. , Od Hal | or anga chiMd with disahildy amaeakhg with O . (2
|l i fe event s: Bourmabof IhtalactGat Disahilities, n £7y(4), 376386.

85 Ryan, A., Taggart, L., Truesd&ennedy, M. and Slevin, E. (20143ues in caregiving for older
people with intellectuladisabilities and their ageing family carers: a review and commentary.
International Journal of Older People Nursing , 9, 218226.

86 Daly, L., Sharek, D., DeVries, J., Griffiths, C., Sheerin, F., McBennett, P. and Higgins, A. (2015) The
impact of four family support programmes for people with a disability in Irelfmdnal of
Intellectual Disabilities , 19 (1), 340 50.

87 Rowbotham, M., Cuskelly, M. and Carroll, A. (2011) Sustainable caregiving? Demands upon and
resources of female care of adults with intellectual disabilityournal of Women and Aging , 23,
1299148.
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1 Examine current support structures within families with a person wntellectual
disability

1 Measure resilience among family carers of a person with intellectual disability.

1 Identify factors that promote or hinder resilience within families with a person with
intellectual disability.

1 Examine social connectedness among family carers of a persomteitactual
disability

TfExpl ore the 6compound c earedorapsrfonwitt per i enc
intellectual disabilityywhile also providing care for another person(s).

1.5 Study Design

This study adopted a mixed methods research design involving an anonymous postal
survey of family carers of people with intellectdadability, followed by oné&n-one,
in-depth telephone interviews witbompoundcarers

1.6 Data Collection

The study wagonducted in two phases. Phasevas facilitated by th®SPand

consisted of an anonymous postal survey d émily carerswhoe ecei ved a Ca
Allowance for the care of a person(s) with intellectual disahiityed 16 years and

older. Data collection involved three separate rpailts, which included an initial

pre-notice letter informing respondents about the study and ingitihem to

participate in the surveya questionnaire with a retrn stamped addressed envelgpe

and a reminder letterThis method was employetd ensure a high response rate

and reflectdest practice in survey resear€hA total of 247 completed

guestionnaires were received, yigldia 41%esponse rate.

Phase? consistel of telephone interviews witlkompound carersFor the purposes
of this study, @acmp ound credteor 80 ar epfeerrs aiful-timb @arepr ovi d
to a person with intellectual disability and who also proddegularunpaid care to
another person(s) requiring care, due to a letegm iliness, disability, frailty or other
impairment(e.g. to an elderly parent, a sibling with a phygdesabilityetc)d The
guestionnaireghat were distributed in Phasenere accompanied by a letteémviting
respondents who met the criteria of theompound carer to take part in a onto-

one telephone interview about their experiences of caring for entdran one person.
Participants were asked to supply their contact details separate to their
guestionnaire responses using the secstamped addressed envelopeovided.
Interested respondents were contacted to arrange a canert day and time for a

88 Dillman, D., Smith, J.D. and Christian, L.M. (200@rnet, mail, and mixed -mode surveys:
The tailored design method. New Jersey: John Wiley & Sons.
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telephoneinterview. A total of 14 eligiblecompound carers participated in a
telephone interview.

Ethical approval was granted for both Phase 1 [ReE-1$110Lafferty] and Phas2
[Ref:LS15-67-Lafferty] by the UCD Human Research Ethics Committee [HREC]
(see Appendix).

1.7 Data Analysis

Survey data collected in Phase | was coded, cleameblentered into a Statistical

Package for Social Sciences (SPSS) version 20. Descriptive sted¢isgiased to

analyse the data.réguencies, percentages, means and standard deviatiens

presented. Comparisons between groupsre made using cksquare tests on

categorical data and independent samplessts and analgs of variance (ANOVA)

were performedusingcontinuous variable§’he Mann Whitney U test was used to

look at associations betweennanor mal Iy di stri buted dat a.
correlation was used to test for relationships between two variables with continuous
data.Qualitative interview data from Phagewas analsed usingontent analysiand

data analysis was supported by NVivo 9.0 software.

28



Family Carersd Experiences Wdlsabiltyari ng for a Per soa

Chapter 2: Literature review

This chapter provides an overview of timational and international literaturen

family caregiving and intellectaad developmentalisability, with a particular focus

on the factors that enhance family resilience. The literataetating to the

experience of thewompoundcar er 6 i s Selesabchotanytddtabases wvere

used to source relevardrticlesincludng Psy®™FO, CINAHL, and EMBASE.

Different combinations of variations of the following search temese used
ointellectual disabilityd, ofamily caregi

2.1 Family Caregiving and Intellectual Disability

The majority ofpeople with intellectual disability are cared for at home by family
members® While family caregiving for a person with intellectual disability can be a
very enriching and positiveexperience®®* much of the published literature focuses
on the demands ahpressures often associated with cariiog a personwith
intellectual disability73°49°

It has been well documentdtiat parens and carers of children with intellectual and
developmental disabilities experience higlesels of stresand parentingthan

89 Linehan, C.Q'Doherty, S., TatlowGolden, M., Craig, S., Kerr, M., Lynch, &.al (2014).
Mapping the National Disability Policy Landscape . Dublin: School of Social Work and Social
Policy, Trinity College.

% Blacher, J. and Baker, B20Q7 Positive impact of imflectual disability on familiedmerican
Journal on Mental Retardation , 112 (5), 336348.

N9Gr een, S. E. (2007) OWedre tired, not sad?o; bene
disability Social Science and Medicine , 64, 15@163.

92 Blacher J., Shapiro, J., Lopez, S. and Diaz, L. (1997) Depression in Latina mothers of children with
mental retardation: a neglected conceAmerican Journal on Mental Retardation , 101, 483
496.

93 BenZur, H., Duvdevany, |. and Lury, L. (2005) Associationecafssupport and hardiness with
mental health among mothers of adult children with intellectual disakitityrnal of Intellectual
Disability Research , 49, 5462.

%4 Chou, Y., Pu, C,, Lee, Y., Lin, L. and Kroger, T. (2009a) Effects of perceived stigmatis¢he

quality of life among ageing family carers: A comparison of carers of adults with intellectual disability
and carers of adults with mental illnedsurnal of Intellectual Disability Research , 53, 654

664.

9 Hill, C. and Rose, J. (2009) Paragtstress in mother of adults with an intellectual disability:
Parental cognitions in relation to child characteristics and family supjmistnal of Intellectual
Disability Research , 53, 969980.
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parents of children withouintellectual andlevelopmental disabilitié%"*® Lee
(2013) conducted a literature review of studies that looked at the wellbeing of
parentsand from a review of 28 scientific research papemynd thatmothers of
children with intellectualanddevelopmental disability experiensmgnificanthhigher
levels of stress than mothers of typically developing childreth, stress levels
remainnghigh over time.

The literature also suggests thabthers of children withintellectual disability are
much nore likely to experience higdr levels of anxiety and depressitdman mothers
of children without an intellectual disabili/°%'°! For example, a metanalysis of
findings from 18 studieshowedthat almost one third(29%)of mothers of children
with developmental disabilitieset or were abovethe clinical cuoff for high
depressive symptomascompared to 19% of mothers of children without didilas
from acomparison group®

The evidencealsosugged that parents with children with intedictual disabilityre at
increased risk of poor physical healtB An Irish study of prents of childre with
intellectual disabilityeported more physical health problemsuch as sleep

9% HauserCram, P., Warfields, M.E., ShonkdfP. and Krauss M.W. (2001) The development of
children with disabilities and the adaptation of their parents: theoretical perspective and empirical
evidenceMonographs of the Society for Research in Child Development, 66, @21.

97 Baker, L.B., Blachet, and Olsson, M.B. (2005) Preschool children with and without developmental
del ay: Behaviour pr obl e msJournalafrirehettsalDisabiity i mi s m
Research, 49, 579590.

98 Gerstein, E.D., Crnic, K.A, Blacher, J. and Baker, B.Q9jXesilience and the course of daily
parenting stress in families of young children with intellectual disabiliiemal of Intellectual
Disability Research, 53 (12), 988997.

99 Emerson, E. (2003)others of children and adolescents with intellectdisiability: social and
economic situation, mental health status, and theasdssed social and psychological impact of the
child's difficultiesJournal of Intellectual Disability Research, 47 (45), 38%399.

100 Singer, G.H.S. (2008)etaanalysis of comparative studies of depression in mothers of children
with and without developmental disabilitidsmerican Journal on Mental Retardation , 111 (3),
1553169.

101] ee, J. (2013) Maternal stress, wWading, and impaired sleep in motherschifldren with
developmental disabilities: A literature revieResearch in Developmental Disabilities , 34 (11),
425534273.

102 Singer, G.H.S. (2008)etaanalysis of comparative studies of depression in mothers of children
with and without developmental disabilitidsmerican Journal on Mental Retardation , 111 (3),
1553169.

103 Allik, H., Larsson, J.O., Smedje, H. (2086althrelated quality of life in parents of scheadje
children with Asperger Syndrome or Higfunctioning AutismiHealth and Quality of Life
Outcomes , 4, 1.
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disturbances, headaches, gastrastiteal problemsand respiratory infection
episodesthanparents of children without intellectual disability.

Familieof children with intellectual disability may also experieratber problems
suchas increasefinanciabktrain'® Secondaryanalysis oflata from9,726 mother

child dyads in the UK found that families supporting a child with intellectual disability
were significantly more economically disadvantaged when compared with families
supporting a child who did not hawanintellectual disabilit}?® Due to their

caregiving responsibilitiegnilies are furthestrainedboy par ent sdé | i mit e
time to engage iemployment and witim their community, which can lead to feelings
of isolation!®” Shearn and Todd (2000) reported thé general, pants ofchildren

with intellectual disabilitgxperiencel lower selfesteem and fackuncertainty about

the future Older parents, in particular tend to beconcerned and worried about the
wellbeing of their son or daughter and the uncertainty of thfeiure caregiving
arrangements$®!%° Adding to the stress, families of children with intellectual
disabilities may experience negative attitudes from professionals and stfiools.

Higher levels of stress experienced pgrens of children with intellectual dability
may be attributable t@ range of factors includirtbe type of disability or disordet:*

104 Gallagher, S. and Whiteley, J. (20IB association between stress and physical health in parents
caring for children with intellectual di sabiliti
Journal of Health Psychology , 18 (9), 12261231.

105 Gunn, P. and Berry, P. (1987) Some finarmdcisis of caring for children with Down syndrome at
home.Australia and New Zealand Journal of Developmental Disabilities , 13, 18D193.

106 Emerson, E. (2003others of children and adolescents with intellectual disability: social and
economic situation, m#al health status, and the selfsessed social and psychological impact of the
child's difficultiesJournal of Intellectual Disability Research, 47 (45), 38%399.

107 Shearn, J., and Todd, S. (2000) Matezngbloyment and family responsibilities: The perspectives
of mothers of children with intellectual disabilitideurnal of Applied Research in Intellectual
Disabilities , 13, 109131.

108 Taggart, L., Truesdakéennedy, M., Ryan, A. and McConkey, R. (2@2amining the support

needs of ageing family carers in developing future plans for a relative with an intellectual disability.
Journal of Intellectual Disabilities, 16 (3), 218234.

WChadwi ¢k, D. D. , Manna, H. , | r laya K. tLawlor, &£ anG . |, Mc Co 1
Harrington, G. (2013) Family voices: Life for family carers of people with intellectual disabilities in
Ireland Journal of Applied Research in Intellectual Disabilities, 36, 119132.

110 Blacher J., and Hatton, C. (2009) Families in context: Influences on coping and adaptation. In S.L.
Odom, R.H. Horner, M.E. Snell, and J. Blacher (Eds.), Handbook of developmental disabilities (pp.
5318 551). New York, NY: Guilford Press.

111 Gupta, V. B. (2007) @nparison of parenting stress in different developmental disabilities.
Journal of Developmental and Physical Disabilities , 19,4170425.
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challengindpehaviourg'? or the severity of the disabilify* Ekas and Whitman
(2010) undertook a study with 118mericanmothers of children and young adults
with Autism Spectrum Disorder (8D) and found that the greateihe severity of
symptoms, the greater the prevalence of depression among motasnsgll aghere
being evidence gdoorer psychological wellbeing ahfk satisfaction.

Mental health problemsxperienced byhe person with intellectual disability may
alsobe a contributing factoto parentl stresslevels'* A recent Irish study of 75

family carers of adults with intellectual disability living at home examined the impact
of caring for an adult with intellectual disabilégdpsychopathological comorbidities
The studyreported that carers of people with intéectual disabilitywho also had
psychiatric comorbidies,had significantly higher levels of stress and psychological
distress than carers of adults whomly had intellectual disabilits'*® The presence of
other health problem®ften associated with iellectual disabilitiesuch as epilepsy
may alsdncreasecarer burden levels®

Prolonged arer stresscan haventher significantonsequences fdiamiliesand the
person with intellectual disabilitieadngto anincreasd risk of maritalproblems and
family dysfunctioi'*11811° Studies have shown thita mi éxpegescéof stressors
is alsodependent on life stages and childhood developrfent.

112 Allik, H., Larsson, J.O., Smedje, H. (2086althrelated quality of life in parents of scheadje
children with Aspeger Syndrome or HiglFunctioning Autisnealth and Quality of Life
Outcomes , 4, 1.

113 Hoare P., Harris M., Jackson P. and Kerley S. (19@8)#munity survey of children with severe
intellectual disability and their families: psychological adjustment, carer distress and the effect of
respite careJournal of Intellectual Disability Research , 42, 218227.

114 Faust, H. and Scior, K. (2008) Mertiahlth problems in young people with intellectual disabilities:
The impact on parentslournal of Applied Research in Intellectual Disabilities , 21,4140424.

115 Dawson, F., Shanahan, SzsFit mo n s E. , OdMal |l ey, G. J.2a&c Gi ol |
The impact of caring for an adult with intellectual disability and psychiatric comorbidity on care
stress and psychological distredsurnal of Intellectual Disability Research , 60 (6), 558563.

116 Thompson, R., Kerr, M., Glynn, M. and Linelan(2014) Caring for a family member with
intellectual disability and epilepsy: Practical, social and emotional perspedgivese , 23 (10),
8560863.

117 Al-Krenawi, A., Graham, J. R., and Al Gharaibeh, F. (2011) The impact of intellectual disability,
caregiver burden, family functioning, marital quality, and sense of cohe@isedility and
Society, 26, 139150.

118 Hatton, C., Emerson, E., Graham, H., Blacher, J. and Llewellyn, G. (2010). Changes in family
composition and marital status in families watlyoung child with cognitive delajournal of
Applied Research in Intellectual Disabilities , 23, 1426.

119 Gerstein, E.D., Crnic, K.A, Blachex and Baker, B.L. (2009) Resilience and the course of daily
parenting stress in families of young children with intellectual disabiliGamal of Intellectual
Disability Research, 53 (12), 988997.

32



Family Carersd Experiences Wdlsabiltyari ng for a Per soa

2.2 Resilience and Families of a Person with Intellectual Disability

All families are heterogeneoasdvaryin their functioning, structures, personalities

and propensity for adaptatiofd® Therefore,despitethe challenges associated with

caring for a child with intellectual and developmeniahdilities, many famili@slapt
successfully, and even thrive,falo ng t he chi | d%% birth or d

The process which enables one to adapt, manage, and negotiate such strains and
adversities is oftenrefer e d t o a.’¢® Adzarding tb lesiliencecthedy,

resilience is determined by balancing risk and prowectactors in the face of

adversity:?* While there is no universally acceptekdfinition of resilience, resilience
within families can be defined as, 06t he ct
which help families to be resistant to disruption in the face of change and adaptive in
thefaceofacr i si s (m24®)erat i ond

A number of studies have reported that resilience levels among parents of children
with intellectual disability arlower thanthat of the general populatiot{®?"1?8 The

more resilient families are, thigetter ablethey are to manage adversities associated

with their caring circumstance$’ A multitude of factors can influenae f ami | y & s
ability to provide care including social, psychosocial, financial, and physical factors

120 Chadwick, D.D., Finlay, F., Garcia Iriarte, Eee@e, S., Harrington, J., Lawlor, Mannan, H.,

Mc Conkey, R. , O06Brien, Pramily WoesilLife,nIrdlandfaand Tur ner |,
families of people with intellectual disabilities . Dublin:National Institute for Intellectual

Disability, Trirty College Dublin.

121 Hastings, R.P. and Taunt, H.M. (2002) Positive perceptions of families of children with
developmental disabilitieBmerican Journal on Mental Retardation , 107, 1163127.

122 Bayat M. (2007) Evidence of resilience in families of children with aulisomnal of
Intellectual Disability Research ,51,7020714.

123\Windle, G. (2011) What is resilienc&eviews in Clinical Gerontology , 21, 153 169.

124 uthar, S., CicchettD. and Becker, B. (2000) The construct of resilience: A critical evaluation
and guidelines for future worlChild Development , 71, 548562.

125 McCubbin, H. I., and McCubbin, M.A. (1988) Typologies of resilient families: emerging roles of
social class anethnicity.Family Relations , 37, 245254.

126 Baxter, C., Cummins, R.A. and Yiolitis, L. (2000) Parental stress attributed to family members
with and without disability: A longitudinal studpurnal of Intellectual and Developmental
Disability , 25, 109118.

127 Baker, L.B., Blacher, J. and Olsson, M.B. (2005) Preschool children with and without
devel opment al del ay: Behavi our Jjourmabof ietestyal par ent s
Disability Research , 49, 579590.

128\Wong, P.K.S. and Lam, T.L. (2015) Enhancing the resilience of parents of adults with intellectual
disabilities through volunteering: An exploratory studgurnal of Policy and Practice in
Intellectual Disabilities, 12 (1), 2@26.

129 Bekhet, A.K., JohnsoN.L. and Zauszniewski, J.A. (2012) Resilience in family members of persons
with autism spectrum disorder: a review of the literatutssues in Mental Health Nursing , 33
(10), 65@656.
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that arespecific to each family caregiving conte*Enhancing resilience within
familiescan be possible through thdentifcation ofrisk factors.

2.3 Factors As sociated with Resilience in Families with a Person with
Intellectual Disability

Studies have highlightedrange obtrategies adoptedy families andhavereveakd

that carers apply a variety of problesolving, cognitiveoping, and stressedudng
approaches in order t@daptin adverse situations anavercome the challenges
associated with theicaregiving role$®! The capacity to adopt these approaches can
be influenced by diffent individual characteristi¢d"'*2 sochl factorg'33134133136137

and environmental context$®:394° An examination ofhe interrelatedness of these

130 Windle, G. and Bennett, K.M. (201€)paring relationships: How to  promote resilience in
challenging times. In M. Ungar;The social ecology of resilience: A handbook of resilience and
practice(219231). London: Springer.

131 Grant, G., and Whittell, B. (2000) Differentiated coping strategies in families with children or
adults with intellectual disabilities: The relevance of gender, family composition and the lifespan.
Journal of Applied Research in Intellectual Disabilities , 13 (4), 25075.

132] lewellyn, G., McConnell, D., Gething, L., Cant, R. and KeHdi@010) Health status and coping
strategies among older parenarers of adults with intellectual disabilities in an Australian sample.
Research in Developmental Disabilities , 31 (6), 11761186.

183 Herrman, H., Stewart, D., Dia@ranados, N., Berger, Elackson, B. and Yuen T. (2011) What is
resilienceTanadian Journal of Psychiatry , 56(5), 258265.

134 Gerstein, E.D., Crnic, K.A, Blacher, J. and Baker, B.L. (2009) Resilience and the course of daily
parenting stress in families of young children witlelliettual disabilitiedournal of Intellectual
Disability Research, 53 (12), 988997.

BChadwi ¢k, D. D. , Manna, H. , Il ri arte, E. G. , Mc Co 1
Harrington, G. (2013) Family voices: Life for family carers of peojtleimtellectual disabilities in
Ireland Journal of Applied Research in Intellectual Disabilities, 36, 119132.

136 Friborg, O., Hjemdal, O., Rosenvinge, J.H. and Martinussen, M. (20@38) Aating scale for adult
resilience: What are the central protective resources behind healthy adjustriraet®ational
Journal of Methods in Psychiatric Research, 12 (2), 6%76.

137 Grant, G., and Ramcharan, P. (2001) Views and experiences of peoplateligctual disabilities
and their families: (2) The Family Perspectdorirnal of Applied Research in Intellectual
Disabilities , 14 (4), 36480.

138 Grant, G., Ramcharan, P. and Flynn, M. (2007) Resilience in families with children and adult

members withintellectual disabilities: Tracing elements of a psystwal modelJournal of
Applied Research in Intellectual , 20 (6), 563575.

139 Quellette-Kuntz, H., Blinkhorn, A., Rouette, J., Blinkhorn, M., Lunsky, Y. and Weiss, J. (2014)
Family resilience: An imptant indicator when planning services for adults with intellectual and
developmental disabilitie3ournal on Developmental Disabilities , 20 (2), 5966.

140 Peer, J. W. and Hillman, S.B. (2014). Stress and resilience for parents of children with iatellectu
and developmental disabilities: A review of key factors and recommendations for practitioners.
Journal of Policy and Practice in Intellectual Disabilities , 11 (2), 9298.
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factors providesu s e f u | i nsight into carersodo experi
enhancing resilience.

2.3.1 Individual Factors Associated with Family Resilience

Indvidual characteristics associated with resilience include age, gender, life stage,
caringworkload and the dependency levels of the caieeipient, as well asoncepts

of personal beliefs, acceptance, peréeps of self, and sedffficacy*+142143144
Maintaining a sense obntrol, andhavingvalued identities have been found to be
important elements in enabling carers to maintain resilience and to positively adapt
to the challenges associated with caregiviat}®*’ Peer and Hillman (2014)
undertook a comprehensive review of the literatua@dfound that coping style and
optimism were key protective factors associated with resilient processes in parents
of children with intellectual disabilitySimilarlya study of214 mothers ofpre-school
agedchildren with intellectual disabilitidsund that thosewho were more optimistic
had higher levels of wellbeitigan mothers who were less optimisti? A study of

126 parents of children with Downysdrome in Koreaalsofound that good parental
mental health was strongly related &familys esilience'*® In addition higherlevels

of resilience among families of children with autism have been shown to be linked
with higher levels operceived healtf:° Other studieshavereported that

141 Bekhet, A.K., Johnson, N.L. and Zauszniewski, J.A. (2012) Resilience im&anbisrs of persons
with autism spectrum disorder: a review of the literatutssues in Mental Health Nursing , 33
(10), 65@656.

142 Grant, G., and Whittell, B. (2000) Differentiated coping strategies in families with children or
adults with intellectual dibilities: The relevance of gender, family composition and the lifespan.
Journal of Applied Research in Intellectual Disabilities , 13 (4), 25675.

143 lewellyn, G., McConnell, D., Gething, L., Cant, R. and Kendig, H. (2010) Health status and coping
strateges among older parertarers of adults with intellectual disabilities in an Australian sample.
Research in Developmental Disabilities , 31 (6), 11761186.

144 Bayat, M. (2007) Evidence of resilience in families of children with adtsmmal of
Intellectual Disability Research ,51,7020714.

145 Grant, G., Ramcharan, P. and Flynn, M. (2007) Resilience in families with children and adult
members with intellectual disabilities: Tracing elements of a psyobtial modelJournal of
Applied Research in Intellectual , 20 (6), 568575.

146 Grant, G., Ramcharan, P. and Goward P. (2003) Resilience, family care, and people with
intellectual disabilitie$nternational Review of Research in Mental Retardation , 26, 139173.

147\Windle, G. (2011) What is resilienc&eviews in Clinical Gerontology , 21, 153 169.

148 Baker, L.B., Blacher, J. and Olsson, M.B. (2005) Preschool children with and without
devel opment al del ay: Behavi our Jjourmabof ietestyal par ent s
Disability Research , 49, 579590.

149 Choi, E.K. and Yoo, I.Y. (2015) Resilience in families of children with Down syndrome in Korea.
International Journal of Nursing Practice , 21, 533541.

150 RuizRobledilloN., De AndrésGarciaS.,PérezBlasco J. GonzalezBongo, E. andMoyaAlbiol, L.
(2014) Highly resilient coping entails better perceived health, high social support and low morning
cortisol levels in parents of children with autism spectrum disoréRgsearch in Developmental
Disabilities , 35 (3), 686695.
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rationalsing the dayto-day struggles aneimbracing the perplexity of caring
circumstance$* positive reappraisaf® as well ahavingpositive attitudes towards
new experences wereall strategies thatelated toc a r eopisgabiliies'®

2.3.2 Social Factors Associated with Family Resilience

Social factors associated with family resilience incfadely cohesion, close family
relationships, social competen@nd sodal support>41>3%¢ Having srong

supportive relationships within familiearing for a person with intellectual disability

is considered to bea protective factor associated with resiliente’*"!>® Bayat

(2007) undertook a survey of 175 parents of children with autism and found that
even despite extraordinary challenges facing the families, there was evidence of
resilience The two factors identified that were particularly necessary for families to
be resilient included the ability to pool resources togetheandto stay connectedA
collective commitment to manage familial responsibilities and support family
functions of caregiving, childrearing, and communication hasdbeeswm to

contribute overallto positive family functioning® Choi and Yoo (2015) found that
family cohesivaess and communication skills were factors that were strongly related
to resilience in familiesf children with Down syndrome.Their findings are

consistent witha South African study of family carers of children with developmental
disabilitieswhichreported that the most significant predictor of family adaptation

151 Grant, G., and Whittd| B. (2000) Differentiated coping strategies in families with children or
adults with intellectual disabilities: The relevance of gender, family composition and the lifespan.
Journal of Applied Research in Intellectual Disabilities , 13 (4), 25675.

182 Paster, A., Brandwein, D. and Walsh, J. (2009) A comparison of coping strategies used by parents
of children with disabilities and parents of children without disabiliResearch in
Developmental Disabilities, 30(6), 13331342.

183 Greeff, A.P. antllolting, C. (2013) Resilience in families of children with developmental
disabilitiesFamily Systems and Health, 31 (4), 396405.

184 Grant, G., Ramcharaf. and Flynn, M. (2007) Resilience in families with children and adult
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was the quality of family patterns of communication, as well as a shared commitment
to the family unif->°

PeerandHillman (2014 statedthat social support networks play a critical role to
creatingcohesionwithin familiesvhere there isa person with intellectual disability
Maintaining stable socia¢tworks can provide emotional and informational support
to families, offering importamesources for sustaining them in their caregiving roles.
For example, amall qualitative study of parents of children with disabilities found
that those who were strongly connected to faith communities displayed more
resilient attitudes and behaviout¥ A study with older parerdl carers of adults with
intellectual disabilitie®und better health outcomes were associated with having an
intimate partner, as well dsavingarger and close support networks of family,
friends, and neighbout8' Other studieshavealsoreported that spouses and
partners are greater sources sbcialsupport more than social clubs or groug$>
However, carers maystruggle to maintain social support structurasthey age A

study that looked at the importance of social supparisolder family carers afn
individualith intellectual and developmental disabilities reveétadthe internet

can bea usefulmedium for social engagemefit.

Some studieslaimthat it is not the number of social supports, but rathtére
perceived quality of social suppserthat relate positivelyto resiliencein mothers of
children with intellectual disabilit§* A studyconductedin the U.Sof 97 mothers of
children aged 2 to 18 yeasith pervasive developmental disordersported that
motherswho were more satisfied witlheir social supports had lower levels of
psychological distres8 Similarlya study of 143 mothers of children with ASD by

159 Greeff, A.P. and Nolting, C. (2013) Resilience in families of children with developmental
disabilitiesFamily Systems and Health, 31 (4), 396405.
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Carter and colleaguef009) foundthat levels of perceivedvailability of saal
support werenegatively correlated with levels of depression.

Researctwith older caregivers has reported that those working and volunteering
outside the homehadbetter selfrated health and were better able to maintain
informal social connectiort§® However, those who take on caregiving
responsibilities are likely to decrease thaumber of working burs, or evenleave

the workforce atogether'®’ The same study also showed that employment retention
increased when carers had access to flexible work hours, unpaid family leave, and
paid days off%’

2.3.3 Environmental Factors Associated with Family Resilience

Environmental factors associated wrgsilient processes in caring families include
the availability oappropriatecommunity resourcesaccess tdormal suppors and
services, as well aBavindfacilitative policie$®%%1’° Ungar (2011 )arguedthat
resilience haless to do with individual or intrinsic factors, and more to do witie
availability and accessibility of culturally relevant resouf€essistent withthis
assertion arefindings from a Canadian study of 538 parents who participated in a
Family LifeSurvey-" The study reported thatn families raising children with
disabilities and behavioural problems, resilience was nikely to berelated tohigh
levels ofsocial supports and low financial hardship, than to individual or family
factors.

Somefamiliescanfeelcompletelyoverwhelmed by the challenges often associated
with accessing and navigating services, which can often be fragmented, infexible
underresourced:’? A US studyreported that siblings of people witimtellectual
disabilitywho had greateraccess taservices experienced greater webeing and

166 Rozario, P.A., MorrowHowell, N. and Hinterlong, J.E. (2004) Role enhancement or role strain.
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170 McConkey R. (2005) Fair shares? Supporting families caring for adult persons with intellectual
disabilitiesJournal of Intellectual Disability Research , 49 (8), 600612.

171 McConnell, D., Savage, A. and Breitkreuz R. (2014) Resilience in families raising children with
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were better able to support their brothers and sisters wiihitellectual disability®
Maintaining goodelationshipswith services can balsolinked to family resilience. A
studywith parents of children wittdisabilitiefoundthat being able to communicate
openlyand discuss concerns, not only with other family members atadwith
professionalspromoted resiliencewithin the family*’* Formal supports such as help

from professionals and support groups can often provide confidence and reassurance
to parents as they care for their child with intellectual disabifity.

McConnell and Savage (2015) highlighted the seoadogical constraints on families
andadvocatedor soco-political action and policy reform aimed at creating change

and offering interventions that . .Thexl p f ami
argumentplaed less of a focus on helping families to cope and more attention on

providing the same opptunities to families of children with intellectual disabilities as

to those families of children without intellectual disability

2.4 The Compound Carer

As life expectancies increase, both for the general population and for people with
intellectual disaibity,'® the role of carers ideing extended tgprovide carefor more
than one person, and perhaps even across more thangameration'’” In this

regard, azompound@ar er 8 can be defined as a persol
roles!’® and may be one of the most demanding life situations that a caregiver will
contend with.The responsibilityof havingan additional careecipient can beplaced

on a mother, father, spouseaibling or other family relativewith periods of

compound careigingoccurringat differenttimesna p e r s olotvitisstanding, e .
there is still a limited amount of information in the literature that formally
investigates this extension of the caregiving folecarers and parents of a person
with intellectual asability.
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Mapping the National Disability Policy Landscape . Dublin: School of Social Work and Social
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2.4.1 Prevalence of Compound Carers

Parents ofa child with intellectual disability may find themselves becoming
compound carer, assuming the caregiving role for a sedamily membet’® Perkins
and Haley (2010) conducted interviews with €drers living with an adult child with
intellectual disability and found that aveethird of participants (37%yere currenty
compound carersthis meanghat in addition to their chilgdtheywere also providing
care to a mother, fatheror spouse Thisproportion of carers rose totwo thirds
when those who hagbreviouslyoccupied compound caring rolegere included ™
Studyparticipants indicated that they provided an average of 12 hours of additional
careper week to another person. The median dui@t of compound caregiving was
three years'’®

2.4.2 Sandwich Carers

Such compound caregiving rol elhisneeane i ncl u s
that as people are now living longer, thereas increase in the number of carers

who find themsel ves 06s andS8andwiclhecdréf's bet ween
provide care across generations, ususdhyan elderly parent or parenin-law, while
simultaneously providing care to their own childréviany andwich carers find

themselves with competing caregiving demands and having to prioritise the care of

their children over their elderly parenf$® Some studies have shown that sandwich

carers experience a lower quality of life than rsandwich carer¥! This is

particularly relevant for parents ahildren withintellectual disabilitywho, since their

children often remain living atdme longer than their siblingegmain an important

source of practical and emotionahreand supportfor their son or daughgr into

their adult lives® Some parerdl carers find themselves compound caregiving for a

child with a disability in addition to a second or even third child with disability or

other complex needs.

79 Perkins, E.A., and Haley, W.E. (2010) Compound caregiving: When lifelong caregivers undertake
additional caregiving roleRehabilitation Psychology , 55 (4), 408417.
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2.4.3 Sibling Carers

Compound caregiving does notcur just for parents® Siblingsfor instance may
end up assuming caregiving responsibilities as a result of changing family
circumstances For examplethe loss of an elderly paremhaylead to the transfer
and accommodation of new caring roles dadhily support structure$* Studies
have shown that fien siblings of disabled brother or sister are expected to take
over the caring responsibilities when parents alonger able to provide car&>#°

2.4.4 The Future of Compound Caregiving

Since the majority of primary carers of people with intellectual disabilityparents

or siblings'®”# vital shifts in relationships and support networks can occur when
individuals take on carer responsibilities for a family member who may have
previouslyhad a primary caring or personal support rofé!*°**! Regardless, these
compoundcaring roles and responsibilities are likely to become increasingly common
among caregivers of adults with intellectual disabilttfes.

Given the unique dynamics and changingumstances of families caring for people
with intellectual disability, there can be a variety of reasons as to why carers may
come into any combination of these caring situations. Simildudye will be

variations in the way carers managgnvergent @mands and adapt to the provision
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of care for more than one person. As suchjsimportant to look at the impact of
positive adaptation, cognitive copjrmmnd management processes on primeaye
recipients other carerecipients as well as cars themselves®

2.5 Conclusion

Overall resilience is more than just copingf is a process of thriving, brought about
through the acquisition of new skillsgrsonal developmentonfidence, improved
social relationshipsind professional support&! As the population ages and family
structures change, the nature of caregiving for families with a personanith
intellectual dishility is likely to transformanda greater number oparents, carers,
spousesand siblings will likely find themselves baarga compound carerA better
understanding and recognition of the unique caring circumstances and structures of
families caring for persons with intellectual disability can be usétktdify risk
factors,promote protective factorsenhance positivedaptation, and managaring
processesA focus on maximising resilience can help to ensure that family caregiving
can be sustained and continues to be a valuable resource.
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Chapter 3: Findings Phase 1- Survey of Family Carers

This chapter presents findings from Phase 1 of the study. The overall aim of this
phasewaste x ami ne family carersd experiences
intellectualdisability A total of 247 familycarets n r ecei pt of a Car e|
for the care they provided to a relativeged 16 years and older witin intellectual

disability and/or autispparticipated in an anonymous postal survey. The

guestionnaire data were codedntered andanalysedisinglBM SPSS Statistics 20.

Both descriptive and inferential statistics were used indhgaanalysisDescriptive

statistics (frequencies, percentages, means and standard deviations) were used to
summary the dataThe T-test, the Mann WhitneyJ and Pearsod shisquare test

were used to make inferences about the daklae survey findings are presentéu

relationto the profile of carers caregiving activitiethe profile ofcarerecipiens,

carer sd he al gotial cammettednesdaledivangupppris and carer

resilience

3.1 Profile of Carers

Participantavere asked to provide demographic informatiabhout themselves. Table

3.1 summariseshe profile ofthe carerswho participated inthe surveCar er s 6 age
ranged from 24 to 86 years, with mean age of 52 yearS[D= 9.8). Just 9% of

carers (22/237) were aged 65 yeasdolder. The vast majority of carers were

female (81.19498/244)and indicated thathey were Irish (93.59%229/245.

Respondents were asked to report their marital statandthe findings show that the
majority of carerg57.8%;141/244)were marriedor in a civil partnership
approximately 23.0% (56/244) reported that they were separated, divoared
widowed and 13.1% (32/244) indicated that they were single or never married.

Almost two thirds of carerd65.30;156/239)reported thatthey had secondary
school, primary schopbr no formal educationdust over a fifth of carer$21%
50/239)indicated that thg hadattaineda third level education qualification.

The majority of respondent&s3.7%113/244)indicated that they resided in an urban
areawith the vast majority(92.6%226/244)reportingthat they lived with the

person with intellectual disabilitptwhom they provided car and for whom they
received a @ r eAlldwance
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Table3. 1 Carersd Profile
Characteristic % (n)
Gender
Females 81.1 (198)
Males 18.9 (46)
Ethnic/cultural background
Irish 93.5 (229)
Other European 4.5 (11)
Non-European 2.0 (5)
Marital status
Single (Never married) 13.1 (32)
Married/Civil partnership 57.8 (141)
Living with a partner 6.1 (15)
Separated/Divorced 15.6 (38)
Widowed 7.4 (18)
Highest e ducational qualification
No formal education/primargducation 15.5 (37)
Junior Certificate/Intermediate Certificate (or equivalent) 31.0 (74)
Leaving Certificate (or equivalent) 18.8 (45)
Vocational/Technical qualification (e.g. FETAC Level 5) 13.8 (33)
Third-level NonDegree (e.g. Universit€ertificate, Diploma) 15.1 (36)
Third-l e v el Degree or Higher (e. Be 5.9 (14)
Location
Rural (a population of less than 1,500 people) 46.3 (113)
Urban (a population of more than 1,500 people) 53.7 (131)
Living arrangements
Co-residing with thecarerecipient 92.6 (226)
Not residing with thecarerecipient 7.4 (18)

As illustrated by Figur8.1, over two thirds of carerg69.96;165/236)indicated that
they were a mother toa person with intellectual disabiljtgnd 13.6%32/236)of
carers reported that they were a father tthe carerecipientwith intellectual

disability.Smaller proportions of carerglentifiedthemselves asither a sister7.2%
(17/236)or abrother (3.4%;8/236)to their relative with intellectuatlisabilityand
5.5%(13/236)reported that theywere an@ther relativedsuch as a niece, nephew,
cousin etc. Just one responder{0.4%;1/236)indicated that thewere a nonrelative
andwere a friendto the person with intellectual disability for whom thegceived a

Car e HowaceA
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5.5% 0.4%

m Mother
13.6% m Father
m Brother
m Sister

m Other relative

m Non relative

Figure 3.1 Carer Relationship to Person with Intellectual Disability

3.2 Caregiving Activities

Respondents were asked a number of questions relating to the careptiosyded to
their relative with intelletual disability. Findings shdlae range of time for which
carers were providing carerasbetweenless than yearand47 yearsand foran
average of 15 yearS§D= 8.9). Almost three quarters of respondents (722
17/237 indicated that they provided cafer more than 100 hours a week,
suggestinghat they provided cardor 24 hours a dayfor 7 days a week (Figui&?2).
Approximately14.8%(35/237)provided care for between 80 to 100 hours a week,
and 6.3%15/237)indicated that they provided care for between 50 and 79 hours a
week. Smaller proportions of caref8.4%;8/237)indicated that they provided care
for up to 49 hoursa week

The majority of respondenté69.4%;168/242)indicated that they wereni receipt of
afullr at e Car e r;apaymernt paw Wwah®8PRto carers who provide care
to a person in need of fulime care(Table 3.2) Over a quarter of respondents
(28.190;68/242) reported that they received ahalfat e Car er 6 saymént |
for carers who are also in receipt of another social welfare paymsnth as a one
parent family payment. A total of 2.5% of respondents (6/242) responded that they

Per so

owan

were unsurewhicht ype of Car er ieseivell | owance they
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3.4%

3.4%

108% ™ < 35 hours
m 35to 49 hours
m 50to 79 hours
m 80to 100 hours

m > 100 hours (24/7)

Figure 3.2 Hours of Care Provided in an Average Week

Carers in receipt of a @ r eAlldivance are permittedy the DSPto engage in paid
employment and/or studgutside of the homédor up to 15 hours a veek. Table 2
shows that one in five carers (20449/238 undertook paid work for up to 15
hours a week, while over tlee quarters (77.%6;184/239 indicated that they did not
engage in any paid work or study outsioiethe home.A very small proportion of
respondents reported that they engaged in stddyup to 15 hoursa week (1.%;
4/184), and only one respondent (0%4;1/238 reported thats/heengaged iboth
work andstudy.

Table3.2Carer6 s Al | o w &aidcWwork and/dr S tudy

Type of Carerds All owance % (n)
Fulr at e Carerds All owance 69.4 (168)
HaltrateCar er 6 s Al |l owance 28.1 (68)
Unsure/ Dondt know 2.5(6)
Study or paid work (up to 15 hours a week) (N=238) % (n)
Paid work up to 15 hours per week 20.6 (49)
Study up to 15 hours per week 1.7 (4)
Paid work and study up to 15 hours per week 0.4 (1)
None of the above 77.3 (184)
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The survey includedne questionto ascertain the number of respondents wineet

the criteria ofa@ompound @arerd Respondents wee asked to indicate whether gy
@gorovided regular upaid care to another person requiring & due to a longterm
iliness, dability, frailty or other impairment (e.g. to an elderly parent, a sibling with a
physical disability et¢in additionto the person with intellectual disdities for

whom t hey r e cllewancéd Asassho@minFigire 8.8, ovar a quarter of
carers (26.%0;65/247) povided regular unpaid care to at leaste other person, in
addition to the care they providito their relative with intellectuatlisability

F ® Non-Compound Carer

Compound Carer

Figure 3.3 Proportion of Compound Carers

This group oftcompound arers (n= 65) were predominantly female (89055/64)

and aged 31 to 66 years, with an average age of 50 years (SD = 7.2). In addition to
the fulktime care they provided to the person with intellectual disability for whom

t hey r ec e isAillewhnce, overa thiedr(359%;24/64) also provided care to

at least one parenor parentin-law, while 35.9% (23/64) indicated that they also
provided care to at least onehild The remainingompound @rersprovided care to
another relative(25%;16/64) or to a friend (L.26;1/64).

3.3 Profile of Care -recipients

The surveyincludeda number of questions relating to the person with intellectual
disabilityto whom the carer provided careRespondents were asked to indicate the
carer e c i pi eented kvelaigntellectual disabiliand frequency of
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challengin@pehavioursFinding showthat the carerecipients were aged between 16
and 86 yearsyith an average age of 27 yea8(= 15.8 Median= 19 years; IQR =
15). The najority of carerecipientswere male 70.46;171/243).

The Learning Disability CasenfdcalgLDCS)was used to rate the severity of
intellectual disability and the frequency of challenbittavious.'®®> Scores on the
LDCSrange from 0 to 60 with higher scores indicating higher levels of intellectual
disability and problem behavics. In this study, overall scores ranged from 1 to 46

with an average score of 18.8 (SD = 9.1), indicating relatively low levels of intellectual
disability and challenging behavexamong careecipients.

The LDCShas two subscales: LDCIntellectualDisability and LDCS Challenging
Behavious. Possible scores othe LDCS- Intellectual Disability subscale range from
0 to 39. In this study, swes ranged from 0 to 33 with a mean score of 14.9 (SD =
7.1), indicating that careecipients had mild to moderate intellectual disabilitidata
analysis showedo statistically significant differendestween male and female care
recipientsin the LDCS- Intellectual Disability scorg®J=3923 Z = .763 p = 44).

Table 33 presentsthe level of difficultyexperienced bycarerecipients with a range

of physical, cognitivand functioning aspects of intellectual disabilitye main

difficulty reported ty 90.1% (219/243) aokspondents waghe carerecipient®

difficulty w t hd edrusnt andi ng mo nOver halohtldeseresponelenta c y &
(55.®0;122/219)indicated that theirelativeexperiencedextreme difficulty The

next most commonly repomrd difficulty was wittb | anguage 8®Bopr essi on
213239, with almost two thirds(65.®%6;140/213)reporting that carerecipients

experienceda lot ofdor @&xtreme difficulydwith this aspectThis was followed by

difficulty with literacy(85.9%207/241),anddifficultywithd r o a d (88.¢9m s e 0

203/242).

195 Pendaries, C. (1997) Pilot study on the development of the learning disability healthcare resource
groups.British Journal of Learning Disabilities , 25, 1223126.
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Table 3.3 Level of Difficulty with Aspects of |

ntellectual Disability

Not Applicable/
applicable Level of difficulty

Some A lot of Extreme

Aspect of intellectual disability difficulty difficulty difficulty
% (n) % (n) % (n) % (n)
Sight/vision 57.7 (135) 81.8 (81) 12.1 (12) 6.1 (6)
Hearing 76.1(178) 71.4 (40) 19.6 (11) 8.9 (5)
Language comprehension 14.5 (35) 40.3 (83) 35.4 (73) 24.3 (50)
Language expression 10.9 (26) 34.3 (73) 35.7(76) 30.0 (64)
Mobility 58.0 (141) 79.4 (81) 10.8 (11) 9.8 (10)
Toileting independently 65.7 (157) 53.7 (44) 28.0 (23) 18.3 (15)
Personal hygiene 28.7 (70) 51.7 (90) 23.6 (41) 24.7 (43)
Dressing independently 52.1 (126) 61.2 (71) 23.3 (27) 15.5 (18)
Eating/drinking independently 67.6 (163) 74.4 (58) 17.9 (14) 7.7 (6)
Understanding time 21.6 (53) 38.0 (73) 21.9 (42) 40.1 (77)
Understanding of money/numerac 9.9 (24) 22.8 (50) 21.5(47) 55.7 (122)
Literacy 14.1 (34) 30.0 (62) 26.1(54) 44.0 (91)
Road sense (safety/flight risk) 16.1 (39) 31.0 (63) 23.2 (47) 45.8 (93)

Respondents were also asked to indicate the frequemdty which carerecipients
exhibited challenging behaviouPossible scoreon the LDSC- Challenging
Behavioursubscale range frofto 21; data analysis showedthate s pondent s d
scores ranged from O to 18 with a mean score of 3.9 (SD = 3.6), implying low levels

of challenging behaviours amarggerecipients.While respondents indicated that
male carerecipients(Mdn = 4.00)exhibited higher levels of challenging behaviour
than females careecipients(Mdn = 2.00) the difference wasot statistically
significany different (U=7803, Z = 1.859, p =.06).

Table 34 shows that the most frequently reported behawicexhibited by care

recipients was disruptive behaviopsuch as throwing tantrums; this behaviour was

exhibited by over two thirds of careecipients (69.80;171/245. Thenext most
commonly reported behaviourgere repetitive behaviours (e.g. rocking and hand
flapping), reported Y over half of carers (56%;138/244, and aggressivaehaviours,
such as hitting and screamif®.20;124/247. Overall,the majority ofcarers who
reported challenging behavioueghibited by ther carerecipient indicated that

these behaviourse c cur r e d

O0somet i

me s 0 .
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Table 3.4 Frequency of Challenging B ehaviours
: Most of  All of the
Frequency NGV SO the time time
% (n) % % (n) % (n) % (n)
Offensive behaviours 72.1 (176) 22.1 (54) 3.3(8) 2.5 (6)
(e.g.underdressing/nudity in public)
Selfabusive behaviours 63.0 (153) 28.4 (69) 4.5 (11) 4.1 (10)
(e.g. setharming, head banging)
Aggression towards other people (e.g. 49.8 (123) 40.1 (99) 3.6 (9) 6.5 (16)
hitting, screaming)
Destructive behaviours 61.9 (151) 29.5 (72) 5.3 (13) 3.3(8)
(e.g. causing damage to property)
Inappropriate sexual behaviours 91.0 (223) 7.3 (18) 0.8 (2) 0.8 (2)
(e.g. masturbating in public)
Repetitive behaviours 43.4 (106) 34.0 (83) 11.1 (27) 11.5 (28)
(e.g. rocking, hand flapping)
Disruptive behaviours 30.2 (74) 51.8 (127) 10.2 (25) 7.8 (19)

(e.g. throwing tantrums)

34Car er s 0 H&sydholdgicabhWetlbeing

The survey col | ect gaherdl hedlto andelbeing®me o n
guestionnaire item asked respondents to describe tlgenerahealth as poor, fajr
good, very googdor excellent.Table3.5shows that overall two thirds of
respondents §6.0%;159/241) rated their health as good, very gomdexcellent. Just
over athird of carers(34.00;82/241) described their health as poor or faWhen
comparing responses of sedported health, &Mann Whitney test indicated that
there was no significant difference betweamaleand femad carers(U = 3666, Z =

1.87, p =.06.
Table 3.5 Self-reported General Health

Total

Characteristic Sample Fe(n;: a(l:z) ‘% azlne) Z P
% (n)

Self-reported General Health 1.87 .06s

Poor 50(12) 5.6(11) 2.2(1)

Fair 29.0(70) 29.6(58) 26.7(12)

Good 43.6 (105) 45.9 (90) 33.3 (15)

Very Good 19.5(47) 15.3(30) 37.8(17)

Excellent 2.9 (7) 3.6 (7) 0.0 (0)

"*Not significant

Carersd psychol ogi cal
Questionnaire (GHQ12}%® Possible scores range from 0 to 12. Using a binary

196 Goldberg, D.P. and Williams, P. (1988h e us e

guestionnaire . Windsor: NFERNelson.

htenaGenhehal Healths

ros guide

to t

Per soc
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format (0, O, 1, 1), a GHQ12 score of 4 or above was used to identify respondents
who were experiencing psychological distress. Overall, 40.8% of respondents
(91/223 scored 4 or moreon the GHQ12 scale, indicating that over two fifths of
carers were expeencing some level of psychological distress (Figure 3H4g.mean
score was 3.6 (SD =3.5) on the GHQ12.

40.8%

m GHQ12 <4
592% =GHQl2=z4

Figure 3.4 Carer Psychological Wellbeing

When comparisons were made between male and female responaentise
GHQ12, indings show that atatistically significantly higher proportion of females
(44.20;80/179) experienced psychological distréssnmale carers (23%;10/42)
(Table 3.6).

Table 3.6 Carer Psychological Wellbeing by Gender

Female Male

Characteristic % (n) % (n) c2 P
Carer Psychological Wellbeing 6.15 .013
GHQ12 Score < 4 55.3(99) 76.2 (32)
GHQ12 Score O 4 44.7 (80) 23.8 (10)

" Statistically significant at p < 0.05

There were no significant differencasresponsedvetweencompound carers and
non-compoundcarers, or between carer relationship type (parent, sibling, otloer
the GHQ12.
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3.5 Social Connectedness

The Social Connectedness SeRlevised (SGR) measures social connectedness as a
psychological sense of belonging and an interpersonal closeitegbe social

world.**” Respondents were asked to indicate whether they agreed with 20
statements on a scale ranging from 1 (strordjsagree) to 6 (strongly agree).

Possible scores range from 20 to 120. In this study, responses ranged from 37 to 120
with a mean of 82.03D =18.1). Figure 3.5 shows that almost three quarters of
respondents (7%;143/196) reported feeling socially connectadth 27% of

respondents (53/196) reported feeling socially disconnected.

27.0%

® Low Social Connectedness = High Social Connectedness

Figure 3.5 Social Connectedness

Malec ar er sd scores wer e c onepaihe8CHnscateh f e mal
Table 3.7shows that there was no statistically significant association between gender
and social connectedness?[(1, N = 195) = 0.13, p = .72]

197 ee, R. M., Draper, M., and Lee, S. (2001). Social connectedness, dysfunctional interpersonal
behaviorsand psychological distress: Testing a mediator mddeknal of Counselling
Psychology, 48, 31@318.
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Table 3.7 Social Connectedness by Gender

Male Female
c2 p
% (n) % (n)
Social Connectedness (SCS -R) 0.13 .72ns
Low Social Connectedness 28.9 (11) 26.1 (41)
(mean score< 3.5)
High Social Connectedness 71.1 (27) 73.9 (116)

(meanscoredd 3. 5)
" Not significant at p > 0.05

Using a chsquare test, findings showed a statistically significant association between
social connectedness agdregiving situatiorcf (1, N = 196) = 6.98, p = .008]
Non-compound carers (77%;113/145) were significantly more likely to be socially
connected than compoundacers (58.86;30/145) (Table 3)8

Table 3.8 Social Connectedness by Caregiving Situation

AUIUS Compound
Compound P
Carer c? p
Carer % (n)
% (n)
Social Connectedness (SCS -R) 6.98 .008"
Low Social Connectedness 22.1 (32) 41.2 (21)
(mean score < 3.5)
High Social Connectedness 77.9 (113) 58.8 (30)

(mean score O 3.°¢
™ Statistically significant at p < 0.01

3.6 Family Support s

In this study, respondents were asked several questions about the availability and
helpfulness of family supporiBhe Family Support Scale (FSS) was used to atbsess
availability antielpfulness of family, friends, inforpaaid formal support$o carers

and their familiesluring the past three to six month'§® Table3.9 shows that the

main sources of supposdvailable taespondentsvere thar familyGP (81.4%;
197/242), their other children (74.60;182/244)t he r e s friendsd/F s 0
178/245) and relatives (72%;177/244)

198 Dunst, C.J., Jenkins, V. and Trivette C.M. (1984) The Family Support Scale: Reliability and validity.
Wellness Perspectives , 1, 45952.
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Table 3.9 Source and Perceived Helpfulness of Family Support

Non - Applicable/A vailable
applicable/
Not available
Not at all Sometimes Generally /
helpful helpful very/
extremely
helpful
% (n) % (n) % (n) % (n)
My parents 61. 5 (150) 24.5 (23) 22.3 (21) 53.2 (50)
My partner 30.1 (72) 3.0 (5) 8.4 (14) 88.7 (148)
My partnergs 70.0 (168) 43.1 (31 22.2 (16) 34.7 (25)
My relatives 275(67) 31.6(56)  32.8(58) 35.5 (63)
My partneros 49.8 (119) 51.7 (62) 23.3 (28) 25.0 (30)
My friends 27.3(67) 275(49)  37.6(67) 34.8 (62)
My partnergds 56.3 (134) 55.8 (58) 21.2 (22) 23.0 (24)
My other children 25.4 (62) 44(8)  225(41)  73.1(133)
Other carers 69.6 (165) 27.8 (20) 31.9(23) 40.3 (29)
My neighbours 50.6 (123)  44.2(53)  30.8 (37) 25.1 (30)
My coworkers/classmates 82.0 (200)  56.8 (25) 20.5 (9) 22.7 (10)
Carer/peer support groups 65.7 (161) 27.4 (23) 31.0 (26) 41.6 (35)
Social groups/clubs 61.0 (144) 239(22)  29.3(27) 46.7 (43)
Faith or religious supports 68.6 (166)  43.4(33)  23.7 (18) 32.9 (25)
My family or
general practitioner (GP) 18.6 (45) 8.1 (16) 33.5 (66) 58.4 (115)
Schoolicollege/dagare centre 358 (g6)  8.4(13)  11.7(18)  79.9 (123)
Professional help (therapists,
social workers, nursing staff) 34.7 (84) 20.3 (32) 31.0 (49) 48.7 (77)
Professional agencies (hospit 34 7 g6\ 212(31)  33.6 (49) 45.3 (66)
clinical, social services)

From the supports availed of lwarers, thé partner (88.70;148/167),

school/college/dagentre (79.90;123/159, andtheir other children {3.1%;

133/182) were ratedas the most (generally/very/extremely) helpifthe supports

deemed Onot at al | -workersfeclassnaids (38B25614),r er s wer
their partnéo5®8BY 1f0rdi)e n dasn d( 5 5h.e8 0,6/ E0).t ner O s
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3.7 Professional Services

A revised version of the Client Services Receipt Inventory (CSRI) was uszlli¢at
information about therange ofmultidisciplinary support servicesquiredby carers

during the precedingix months!®® Respondents were also asked to indicate

whether they received the service amdhether they thoughtiwa s O loel phwlt 6
hel pful

Table 3.0 presentscarerresponsesandshows thatthe most commonly required
services reported by family carers werthe GP (78.40;192/245) anddental services
(57.26;138/241), followed bysychological counselling services (#25801/237)

While the vast majority of cares indicated that they received GP and dental services,
of those who required psychological/counselling servigsspver a third of carers
indicated that did not receive thgervice (37.%;36/96).

Respondents indicated that the serviegjuired the leastn the previouss months
was 0 mehd esl {2343 follbwed by specialist servidesg. Clinical
Nurse Speciali$t (11.46;27/237), and crisis respite care (1%28/235).0f those
carerswho reported that theyrequired crisis respite care in the precedisx
months, just over halfy7.®%6;15/26)indicatedthat they did not eceive the service.
Similarlymore than onein five carers 1.1%;48/229 indicated that they needed
alternative therapies (e.g. sensdhgrapy) in the precedingix months Of these
carers 61.9% (26/42) reported that they did not receive the servidalf of the
respondents who reported that they required dietician services and hbased
respite serviceindicated that they had not eeived the serviceDespite requiring
occupational therapyust under halbf the respondentseported that they had not
receivedthis servicen the precedingix months

The vast majorityof respondentsndicated thathey found the services thegceived
helpful All of the carerswho reported receiving the following services in the
previoussixmo nt hs de e me dcentrk-zased r@dpifn=0F; day care
(n=43); optician serviceES3) and alternative therapiea£13). The other main
senices deemed helpful wemental services (9990;97/98), planned respite care
(98.1%;53/54) and chiropody services (96/430/34).Four out of eleven carers/ho
received crisis respit carereported it as unhelpful, whila quarter of carers (25%;
11/43) who receied psychiatry services deemed this servicdnelpful Two out of

the threecarerswh o r ecei ved depotedithattheservicetas el s 0
unhel pful o

199 Beecham, J1995) Collecting and Estimating Costs. In M.R.J. KnappT(ee fEconomic
Evaluation of Mental Health Care. Aldershot: Arena.
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Table 3.10 Required, Received , and Perceived Helpfulness of Services in

Preceding 6 Months

Services Services Required Services Received Helpfulness

Did not Required Did not Received Not Helpful

. . receive the| helpful
require the service :
) the service
the service service
0, 0,
qu PO Tm wm| %) % (n)

General practitioner
(GP) services 21.6 (63) 78.4(192) 1.2(2) 98.8(169 3.8(6) 96.2(151)
Public health nursing | 81.4 (193) 18.6 (44)] 19.0(8) 81.0(34)] 12.9(4) 87.1 (27)
Social work 69.4 (161)  30.6 (71)| 20.0 (14) 80.0(56)| 21.3(10) 78.7(37)
tsh‘(’jgg‘ andlanguage| g5 4 155y 34.9(83)| 34.2(27) 658(52) 15.6(7) 84.4(38)
Psychologicalicoun | 57 4 135y 42,6 (101) 37.5(36) 62.5(60) 11.3(6) 88.7 (47)
selling services
Occupational therapy | 64.3 (153) 35.7(85)| 46.8 (37) 53.2(42)] 21.1(8) 78.9 (30)
Physiotherapy service| 75.9 (176) 24.1 (56)] 43.6 (24) 56.4 (31)] 13.8 (4) 86.2 (25)
Psychiatry services 69.1 (163) 30.9 (73)] 37.7(26) 62.3(43)| 25.6 (11) 74.4(32)
Dietician services 80.5(190) 19.5(46)| 50.0(20) 50.0(20)] 16.7(3) 83.3(15)
Respite caréd planned| 63.6 (152) 36.4 (87)| 28.6 (24) 71.4 (60) 1.9 (1) 98.1 (53)
Respite caré crisis 88.1(207) 11.9 (28)| 57.7 (15) 42.3(11)| 36.4(4) 63.6 (7)
?ef\‘figgebased 'eSPe 757 (178) 24.3(57)| 35.8(19) 64.2(34) 0.0(0) 100.0 (30)
?err‘\?i[:"eebased "eSPI€| 85 (202) 14.8 (35) 50.0(17) 50.0(17) 20.0(3) 80.0 (12)
Personal care
attendant/ home help 80.2 (190) 19.8 (47)] 43.2(19) 56.8(25) 5.0 (1) 95.0 (19)
Support worker 70.6 (166) 29.4 (69)] 39.7 (25) 60.3(38)] 11.8(4) 88.2(30)
Optician services 67.2 (156) 32.8(76)| 18.1(13) 81.9(59) 0.0(0) 100.0 (53)
Alternative therapies
(e.9. sensory therapy) 78.9(180) 21.1(48)] 61.9(26) 38.1(16)] 0.0(0) 100.0 (13)
Dental services 42.7 (103) 57.3(138) 7.9(10) 92.1(116) 1.0(1) 99.0 (97)
Hearing services 82.9(194) 17.1(40) 18.9(7) 81.1(30) 3.6 (1) 96.4 (27)
Chiropody services 78.2 (187) 21.8(52)| 27.7 (13) 72.3(34) 3.2(1) 96.8 (30)
Ea""g’ez‘t’s'o'ta'/ out 72.5(174) 275(66) 49(3) 951(8)| 7.1(4) 929 (52)
Specialist services e.g
Clinical Nurse Special| 88.6 (210) 11.4(27)] 8.0(2) 92.0(23)] 13.0(3) 87.0(20)
(CNS)
Day care centre 75.7 (174) 243 (56)| 13.0(7) 87.0(47)| 0.0(0) 100.0 (43)
Vocational
training/adult
education (e.g. 72.6(172) 27.4 (65)| 20.0(12) 80.0(48) 9.5 (4) 90.5 (38)
FETAC)
Sheltered/supported
employment 85.5 (195) 145 (33)] 34.5(10) 65.5(19)] 11.1(2) 88.9 (16)
Meals on wheels 97.0 (227) 3.0(7)| 4293 57.1(4)| 66.7(2) 33.3 (1)
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3.8 Internet -based Supports

Respondents were asked to indicate the level of usefulness of inteassd

technology (e.g. computer, tablet, mobile phone, apps a&i) applied taheir

caregiving role. Tablg.11 shows thatof those carers who respondecdthat they used
thesetechnologies, the majority reported that they wedgenerally/very/extremely

usefudfor connectingwith friends (66.%;123/186) andfamily 65.446;123/18§, as

well aswith formal resources and service824.4%;108173). Over a quarter of

carers @6.1%, 29/11lindicatedthat internetbased technologieswe@n ot at al |
useful 6 to withetherdarerssconnect

Table 3.11 Perceived Usefulness of Internet -based Technologies to
Connect with Others

Non - Applicable/Available
applicable/
Not available
Not at all Sometimes Generally/
useful useful very/
How useful is internet - extremely
based technology to you useful
t oé % (n) % (n) % (n) % (n)
Connect with family members 22.6 (55) 8.0 (15) 26.6 (50) 65.4 (123)
Connectwith friends 22.8 (55) 8.6 (16) 25.3 (47) 66.1 (123
Connect with other carers 52.6 (123) 26.1 (29) 26.1 (29) 47.7 (53)
Connect with formal
resources and services 29.1 (71) 9.8 (17) 27.7 (48) 62.4 (108)

Just over half ofarers (51.66;79/153) who availed of interndiased technologies in
their caregiving roleresponded that they used them to seek advice about the care of
their relative with intellectual disabilitiedV hile 14.4% (22/152) of carers reported
that the internet was not useful for this purpog@able 3.12)Over a third of carers
(35.00;43/123) indicated that the internet was not useful for venting/offloading
aboutthe challenges associated with caregivimgor making future plans for the

care of ther relative with intellectual disabilities (3%342/134). In addition, asmall
number of cares reported that they also used internet techiagy forthe purpose

of day carefo access gneral information on disabilitiend therapiesto read about
othercarersd in a similar situati on, to | oo
intellectual disabilitiegndto order supplies andesources such asooks.
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Table 3.12 Perceived Usefulness of Internet -based Technologies to
Support Caregiving

Non - Applicable/Available
applicable/
Not
available
Not at all Sometimes Generally/
useful useful very/
How useful is internet - extremely
based technology to you useful
t oé % (n) % (n) % (n) % (n)
Share experiences and advict
about the care ofyour relative 39.3 (96) 20.3 (30) 33.1 (49) 46.6 (69)
with ID
Seek advice about the care fc
your relative with 1D 36.5 (88) 14.4 (22) 34.0 (52) 51.6 (79)
Express (vent/offload) the
challenges associated with 48.8 (117 35.0 (43) 22.8 (28) 42.3 (52)
caregiving
Make future plans for the care
of your relative with ID 44.2 (106 31.3 (42) 21.6 (29) 47.0 (63)

3.9 Carer Resilience

Carer resilience was measured using the Resilience Scale for Adults?RSA).

Possile scores ranged from 33 to 16@hile higher scores iply higher levels of
resilience. Respondentsd scores ranged fr
21.8) suggesting that carers were relatively resilient.

Table 3.13resents findings from independent samphéssts conducted to
calalatedifferences betweegroups ofcarers. Findings show that male carers

scorad higher on the RSA (M =122.5, SD = 21.4) than female carers (M =115.1, SD =
21.8), however the difference was not statistically significant [t(204) = 1.91, p = .06].

Response t o the questions on carersd marital
partnershipd and 6not marri ed?o. Findings
significant difference between the carer groups in carer resilience [t(204) = 1.06, p =

.29]. Alsq there was no significant difference in carer resilience between carers with

a nonthird level education (Junior/Leaving Cert/Vocational education}laose

withathirdl evel education (Cert/ Di p/ Bachel or 0:c
p = .56].

200 Friborg, O., Barlaug, D., Martinusssen, M., Rosenvinge, J.H. and Hjemdal, O. (2005) Resilience in
relation to personality and telligencelnternational Journal of Methods in Psychiatric
Research, 14 (1), 2942.
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Resilience scores foregspondent®f male carerecipients (M = 118.2, SD = 21.2) did
not differ significantlicomparedto those who cared for female canmecipients (M =
113.0, SD = 22.8) [t(206) = 1.57, p = .12].

Table 3. 13 Factors Associated with Carer Re silience

Standard
Mean .
M) Deviation t p
(SD)

Carer Gender 1.91 .06ns
Male 122.5 21.4
Female 1151 21.8
Carer Marital Status 1.06 .29ns
Married/Civil partnership 118.1 21.0
Not married/Civil partnership 114.8 23.0
Carer Education 0.59 .56ns
Non-third level education 115.9 21.8
Third level education 118.2 22.6
Care -recipient Gender 1.57 12ns
Male Carerecipient 118.2 21.2
Female Caregecipient 113.0 22.8
Compound Caregiving 2.50 013"
Non-compound Carer 118.9 22.3
Compound Carer 110.7 19.7
Living Arrangements 2.46 .015
Liveswith the carerecipient 115.6 21.6
Doesnot live with the carerecipient 129.9 18.2
Location 1.47 .14ns
Rural (< 1500 people) 114.2 22.7
Urban (> 1500 people) 118.7 21.1
Carer Psychological Health 8.41 <.001™
Low Psychological Distress 125.9 18.0
High Psychologic@listress 103.1 19.4
Carer General Health 4.93 <.001*
Poor/Fair 106.5 18.5
Good/Very good/Excellent 121.5 21.8
Carer Social Connectedness 0.48 <.001*
Low Social Connectedness 96.5 17.4
High Social Connectedness 124.8 17.7

"S Not significant at p > 0.05

" Statistically significant at p < 0.05

™ Statistically significant at p < 0.001

& Scores on the RSA range from 33 to 165 with higher scores indicating higher levels of resilience

When compared with norcompound carersfindingson the RSA showed that
compound carerdadsignificantly lower resilience scores than rosmpound carers
[t(207) = 2.50, p =.013]
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Carers who reported that they did not live with thiecarerecipient scorel higherin
resilience (M = 129.9, SD = 18.2) than carers who lived with the-cacgient (M =
115.6, SD = 21.9) [t(204) = 2.46, p = .015].

Data analysjcomparing carers who resided in rural and urban arshswed that
there was no significant difference between the two carer groups on resilience
scores [t(205) = 1.47, p = .14].

An independent samplegést showed that respondents who had high levels of
psychological distress (GHQ12scote 4) , scored significant .l
=103.12 SD = 19.4), when compared to respondents who had low levels of

psychological distress (GHQ scores < 4) (M =125.9, SD =18.0) [t(191) =8.41p <

.001].

Caredfséperts of gener al heal th were grourg
verygoodand excel |l ent 0 .set&o goopmghawed tsabcarero f t h e
who rated their health as O6poor/ faird scc
18.5), than carers to rated their health agjood/very good/excelled{M = 121.5,

SD = 21.8) [t(205) = 4.93, p < .001].

Social connectedness was found to be associated with carer resilience. A comparison
between carers with lowevels ofsocial connectednesmdthose withhigh levels of

social connectednessgvealed that carers who were less socially connected were

less resilience (M = 96.5, SD = 17.#an carers who were more socially connected
(M=124.8,SD =17) [t(173) = 9.48, p < .001].

Using a Onevay ANOVA, data analysis showed that there were no significant
differences in carer resilience between the following three carer groups: parent,
sibling and otherelative[F(2, 198) = 1.99, p = .14]Similarly, there were no

significant differences betwe#me followingcarer age groups: 46 years, 46 to 55
years, 56 to 64 years, 65 years and older [F(3, 197) = 1.86, p = .14]. The number of
hours of care provided by carers wassonot associated with carer resilience.

Table3.14pr esent s findings from Spearmanods rh
conducted to test for relationships between carer resilience amtkpendent

variables relating toarers, caregivingand carerecipiens. Data analysisevealed

that carer resilience wanegatively correlatedith overall LDCS scores [r(169) =

.188, p < .05]as well ador the LDSC subscale relating to challenging behaviours

[r(201) =-.261, p< .001]. Howeverthere was no correlation between carer

resilience and the LDCS subscaleat#lg to intellectual disability [r(176) <120, p>

.05]. This suggests thiiw levek of resilience among carers is linked withighleveb

of challenging behavioamong careecipients.

Findingsalsoshowed a positive correlation between carer resilience and the
perceivednelpfulness of overalmilysupport Indicating thags levels of perceived
helpfulness ofamilysupportincreased, so too did the level of carer resilience
(r(179)=.274 p < .0QL). This relationship was also statistically significant for each of
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the subscales relating to formal supports, family sup@nd other informal
supports.

Findings suggest that there is no statistically significant relationship between carer
resiiencead t he foll owing varriexhlIpda £:ntcar earged
intellectual disability (excluding challenging behaviours), and the number of years
providing care.

Table 3.14 Correlations between Carer Resilience Scores and
Caregiving Variable s

Variable r n p
Carersd Age 127 201 Q72
CRs0d Age 131 207 .059s
Carer eci pientsd LDCS Tot -.188 169 .015
Carer eci pientsd Level of 120 176 113s
subscale)

Carer eci pi ent Béhavara(LOC8 n g i 261 201 < .000"
subscale)

Number of years providing care -.059 184 A29s
Family Support Scale (FSS) Total 274 179 .000™
Perceived helpfulness of formal support (FSS subs 144 197 .044
Perceived helpfulness of fanmslypport (FSS subscale 193 197 007

Perceived helpfulness of other informal support
(FSS subscale)

"s Not significant at p > 0.05

" Statistically significant at p < 0.05

™ Statistically significant at p < 0.01

™ Statisticallysignificant at p < 0.001

.252 189  <.000*

3.10 Summary

Thischapterpresented the profile o247 family carers who participated in the postal
survey Phase 1 of the studyFindingshowed that the vast majority aespondents
were female and IristRespondentsvere aged between 24 and 86 yea@ver half

of carers reported that they were marriednd/or in a civil partnershigust 5.9%of
participants hagdompleteda third level degree (BachelMasterDoctoral degree)
The vast majority of respondentsred with their relative with intellectual disability
for whom t hey r ecei. Qverdwo éhird€af padicipdrdss Al | owa n
identified themselves asmother of a person with intellectual disability and/or
autism while approximately one in sevearerswas a fatherand just over one in

ten wasa siblingcarerto a person with intellectual disability afod autism Over

half of carers lived in an urban area, with a population of more than 1,500 people.

On average, & r erepsrts indicated that they had been providing care 1&ryears

with almost three quarterseporting that they provided care for more than 100

hours a week, suggesting that theyyided care for 24 hours a day,days a week.

Over two thirds of respondents reprted that they received aful at e Car er 0 s
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Allowance, while just six respondents indicated that they were unsure which type of
Carer ds Al | owaQvereghree duartgrsof respgoadentsalid not work

or study outside of the homeOne fifth engagd in work for up to 15 hours a week
four respondents indicated that they studieahdone respondent engaged in work

and study for up to 15 hours a weeks.

More than a quarter of respondents indicatedattihey were acompound carer,
providingregularunpaid help to a person requiring ftilne care, in addition to the

person with intellectual disability for v
Responderdidentifying themselves asmpound @arers were predominantly female,

aged 31 to 66 years anddlsecond person to whom they provided care was mhai

a parent/parenin-law or a child.

Information was also collecteidtom respondentsaboutthe profile of ther care
recipients with intellectual disability and/or autism. Findings showed that care
recipients werepredominantly maleaged between 16 and 86 years, withaverage
age of 19 years:indingsuggested thahost carerecipients had mild to moderate
levels of intellectual disabiljtwith the majority of carerecipients experiencing
difficulty with understanding money and numeracy, language expression, literacy and
road safety Data analysialso suggested that carecipients had relatively low levels
of challenging behaviaiWhile male carerecipients exhibited higher levels of
challenging behaviour than female eegeipients, thee was nosignificantifference.
The most frequent types of challengibehavious exhibitedby carerecipientswere
disruptive behavioursyhich werereported by over two thirds of carersfollowed

by repetitive behaviourandaggressive behavioumhich werereported by over half
of carers.

Furthermore, he survey coll ected information on
Two thirds of respondents reportedhat their general healtwas good, very gad

or excellent. Approximately two in five respondents scored above the tho&sFor
psychological distressThere was a sigincant difference between gendersith

more female carers scoring above the threshfd psychological distress

Almost threequarters of carers wereategorised as highgocially connected

There was no differencen social connectednessetween male and fematarers
Compound carers were significantly more like to be less socially connected than
non-compound carers.

Respoulents reported that the main sources of support available to them and their
family in the preceding three to six months were th&amilyGP, their other

children as well agheir relativesand friendsFrom the supports availed of by
respondents, their partner, followed by school/college/day cerang, theirother
children were rated as the most helpful sousa& support.

In the preceding six months, the main services required by respondents were the
GP, dentgland psychological/counselling services. The vast majority of respondents
indicated that they received GP and dental servibesyeverover a third indicated
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that they did not receive psychological services. Of thasspondentsvho reported
that theyrequired crisis respite care in the preceding 6 montist over half
indicated that they did not receive hservice. More than one in five respondents
indicated that they required alternative therapies the carerecipientin the
previoussix months,however, agairthe majority of respondents repoed that they
did not receive thiservice. Of those who received the following services, all of the
respondents deemed theto be 6 h e | p f ubags&d respite, Way caee, optician
servicesand alernative therapies. The vast majority also deemed dental services,
planned respite care@nd chiropody service® be 6 h e | @nly asimall.number of
respondentgn = 11)indicated that they received crisis respite carat bf those

who received it, oer a third reported itto be @wnhelpfud while a quarter of carers
whose carerecipientreceived psychiatry servicedeemed thkese services to be
unhelpful.The majority of respondents indicated that the internet vaasseful
platformfor connecting with friends, famjlgs well asormal resources and services.

Findings suggested that respondents were relatively resikentimber of
independenfactors were significantly associated with low carer resilience including
being a compand carer, living with the careecipient with intellectual disability,
havinghigh psychological distreslfreporting poor/fair general healttandhaving

low levels ofsocial connectedness. Findings also revealed that low carer resilience
was relatedo carerecipients exhibitindpigh levels of challenging behavioas well

as havindpw levels of family support from family, other informahd formal

supports.
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Chapter 4: Findings Phase 2 - Telephone Interviews with
Compound Carers

The purpose of Phas2 wasto explore the compound caregiving experienie

family carers of a person witimtellectual disability and/or autisfRor the purposes

of thisstudy, @acmpound car er & persos whopoovided reigalar e d

unpaid care to aother person requiring care, due to a lottgrm illness, disability,

frailty or other impairment e.g. to an elderly parent, a sibling with a physical disability

etc., in addition to the person with intellectual disability for whom they reega

Car eAl & © w Larerewho fulfilledhis criterionwere invited to participate in a

telephone interview. There was overwhelming interest from the survey population of
carerswishing toparticipate in this phase of the studyue to the

underrepresentation omales in caregiving)ale carers wergurposivelycontacted

first for interviews The remaining interviewees wepirposefullyselectedat

randombased on geographical locatidrhis chaptersummariseshe characteristics

of the compound carers an@resens the findings under threenainthemes

0Di visions of Compound Caringd6, OLearni ng
Sustaining Cowhich have beenyfurtbef analyaed ieti subthemes
0Compart medoEmbbdameom@pfarGamed;s ;@ald Read,]
0 Acceptance anbaAdAppabammés o6tRerf S&egree Aut s
Caringdo (Figure 4.1)

4.1 Characteristics of Compound Carers

A total of 14 interviewswere conducted with 4 male and 10 female compound

carerswh o met the studyods e ergacdied thiouglyutcr i t er
12 counties in the Republic of Irelan@€ompound@r er s ® age ranged fr
years with an average age bl yearsParticipantgeported that theyhad been

compound caring for an average of 5.1 yeprsyiding care for any length of time

rangingrom 1 to 14 years.

Eleverof the participants were Iristiwo were of other European nationalities, and
one wasnon-European. Half of the participantgere married and/or living with a
partner, and the other half were either single, widowed, or separated and living
alone.The majority of the interviewparticipants werdivingin an urban area &9)
with the remaining (n=5)iving inarural area.

All of the compound carersvho participated in a telephone interviewere caring

for a person withintellectual disabilitgs their primary careecipient The majority
were caring fortheir child with intellectual disabiliin=10), andthe remainingwvere
caring fa a sibling with intellectual disabilifg=4). The carerecipientswith
intellectual disability and/or autiswere aged 16 to 58 years, withraedian age of 20
years. Secondary carecipients were more varied iage ranging from 11 to 95
years with a medianageof 32 years.
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Table 4.1summarisesthelgar t i ci pant sd compsolhesedl car egi
were grouped into three distinct compound carer categories. The first category is

t hRaredtal © mp o u n d, wBiehnnelud@arers who providefull-time care for

a son or daughter with intellectual disability (primary cegeipient) and regular

unpaid care to another relative(¢secondary careecipient(s)) The second

category is the 0S anddnaludeskrerGuorppouidefulld Car er ¢
time care for a son or daughter with intellectual disability and regular unpaid care to

a mothetin-lawor father/in-l aw. The third category; i s th
thesecarers provide fulltime care to a brother or sister with intellectual disabyjli

and regular unpaid care to another relative/frieldithin these categorieghere are

still many unique circumstances and diverse gouamd caring situations (Tablels.

Table 4.1 Type s of Compound Caregiving Situation s

No. Participant Cares for: Compound Cares for:
Details *: (primary carerecipient) (secondary cargecipient(s))
Parental Compound Carer
1 Female Daughter with ID Son with IDandson with epilepsy
married
2 Male, Son with ID/Autism Son with IDAutism
married
3 Female Son with ID/ Cerebral Palsy Son with skdrgmer ge
widowed
4 Female Daughter ID Son with drspraxia and aughter
separated with DCD
5 Female Son with ID Daughter with aitism
separated
6 Female Son with ID Husband with chronic illnessand
married physical disability
Sandwich Compound Carer
7 Female Son with ID/autism Mother-in-law with cementia
married
8 Female S with ID/autism Mother with MCI
separated
9 Male Daughter with ID Mother with chronic illness
married
10 Female Daughter with ID Mother with chronic iliness
married
Sibling Compound Carer
11 Female Brother with ID/ depression Friend with pgchologicalssues
single
12 Male Sster with ID Brother with ID
separated
13 Male lives Brother with ID Brother with schizophrenia
w/partner
14 Female Brother with ID Mother with dementia
separated

ID & Intellecual Disability; DCD8 Developmental Coordination Disorder; M@ Mild Cognitive Impairment
" Participant details arscantto protect their identify
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4.2 Overview of Themes and Subt hemes

Thecompound carer interviews ndi cat ed that carers found
wor | ds 0 are prasentéd imtlyee main themes, namiglg @ivisions of

Compound LEannmgan@ Bangd®i ti oningd, amng O Mai nt e
Continuity of.TResethedes (elate tg the contedt, ptbjdessasd
outcomes of compound firstthene®Pd vespeoemisemdes .
Co mp o u n d, sihiaes carers @ the context of their dynamic atmmpound

caring circumstances. Thecond themed earning and ransitioring) describes the

fluid processes experienced by carers when responding to the inevitable changes
associatedvith compound caring. The third he me, O Mai nt ai ni ng an:«
Conti nui t vy, refatestodre owcdmes of the compound caring circumstances

and carersdo drive to strive for maintenar

In Between Worlds

]

Maintaining &
Sustaining
Continuity of Care

Divisions of Learning &
Compound Caring Transitioning

Insular

Compartment- Preparedness & Approaches to

alisation Readiness

Embodiment of Acceptance &
Care Adaptation

Figure 4.1 Overview of Themes and Subthemes

4.3 Divisions of Compound C aring

The first maint h e me , stoDdompownd @an n iglates to thecarer®

situationin the context of their compound ca&giwng circumstanceand their

approaches to managing compoundec@igure 4.2)This themepresentsthe

foll owing two subtshatmeosnd O6ahodmpdaE n broednit nael nit
Interviews with carers evealed experiences of compoundring hat spanned across

a spectrumwith approaches to compound carimgnging frondistinct to

indiscernibleAt one endof the spectrumapproaches tacaompound aring seemed

distinctly focussedn compartmentalisingveltyday tasks and responsibilities, while at

the other end of the spectrunmapproachesppeared to focusn the embodiment of
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care,in so much that discerning h e  cthemselvedrem their caringsituations
was far more difficult.

Divisions of
Compound
Caring

Compartment-
alisation

Figure 4.2 Divisions of Compound Caring

Compartmentalisation

Participants spoke about their approaches to caregivingevehleda range of

strategies used to adapt, control, and manage their curcembpoundcaring
circumstancesCompartmentalisation was seen as the discrete division of caring
responsibilitiesand permittedd i st i nct boundaries of O0self
form withinthe compoundcared s r o | e .&oweveri tte extent ioftthgse
boundariesvaried from carer to carer While in some instancethey were distinct,

in other situationghey were indiscernible While some carers had difficulty

distinguishing between their caring roles and responsibilities, it was found that others
hadexplicitly createl separatios of caring roles and responsibilities.

Thisapproachappeared to bedoptedwhen carerecipients had very different caring
needs.Compartmentalisation meambhakingclear distinctios in the managmentand
the provision of caran order to meet the needs oéachcarerecipient. In some
circumstances, compartmentalisation was not a choice, but rativessa necessity.
One sandwich carer spoke aboter predicament of caring for her 18 year old son
with intellectual disabilitygs well asn ageng motherin-law with dementiaand
explainedwvhy there was a need to compartmentalise theare:

Thereds no wa ylawgdoraeddford himodorhvetin ID]i Well

there was one time when she had to go to A and E for somethifgrget, and

| had to pick him up from school and bring both of them into A and E, and |
swore that day that | was never doing anything like that again. Because she was
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slowandhewasfagst | sai d that day, | di dnot
was everhaving the tw of them together again, ever.
[Compound Carer 7]

Another sandwich carer for a son witintellectual disability anduism as well aa
mother with mild cognitive impairmentlescribed theseparation an@rganization of
compound tasks and setules:

| sort of can balance nowetween the two of them. Whenrfly son with 1D

has gone to school and heds washed and ¢

her [ Mot her ] dalfandba#f, bglandsout. ki nd of
[Compound Carer 8]

Some participants spoke about sharing the responsibility of caring for a second care
recipient, an older mother with chronic illness, through the division of caring
responsibilities with other siblings and caring supports:

Isuppe e It 0s hard someti mes with my sistert
mot her]. She works full time and betweert

but sometimes one of us might need to change something, something might

come up at wor k andouitt adiode sintd td oaelswadyts

I VE(

friction but | suppose it can make thi ng¢

that we areavery close familyso yeah between the three of us.
[CompoundCarer 10]

Participantshared sentimeistfor the importance of having established caregiving
spaces and environments. Given that it was more common for carers to live with
their primary carerecipient if not both of their carerecipients, this desire for
separatespaceand time apart was not always feasialelsometimes difficult to
realise. Carers whalid not reside with th& secondary (or in some cases evitreir
primary) carerecipienthighlighted this distinctioOne sibling caring for her brother
with intellectual disabilityas well asand her mother with dementiadescribedhow
she managed her role as a compound cdaheough theseparaton of her own time
and space

The weekdays is totally committed to the two of them [carecipients],
because I stilgotote hospi tal and coll ect [ my

down [to my house], and | don

mo t

real |y 1

with [my brother with | D] on the weekenct
t
|

0
and I dm happy with whatt d fdiol, m

that.
[Compound Carer 14]

Embodiment of Care

Carersd ability to situate themsel ves
circumstance varied from carer to carerDivisions of compound caringnged from
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distinct to indiscernibleCarersdemonstrated difficultgistinguishngtheir own
identity from their compound caring identitiessometimesand insteadappeared to
fully embodytheir caregiving situatio.his becameevidentasthe interviews
progressedandas partcipants struggled to dissociate thewn experiences,
perspectivesand aspirationfrom those of ther carerecipients.

One parental carer of two adolescent sons witttellectual disability and autiswas
asked abouhisown aspirations for the future From this responsé was evident
that his own aspirations werentwinedin both hiscompound caregiving role arls
parental role:

As regards our own set up, itds basicall
two special needs sons. | would love to go &z work realistically, just for
myself, but really that cand6t be done at

€ Wedd obviously have the same aspirati
obviously very tampered because of our situation, but for ourselvesoam
kidsyou know, itds just you have to.

[Compound Carer 2]

One sibling carer of two adult brothers described his own struggle to distindussh
identity from his caring situatianHe spoke ofthe conflict he experienced between
perceivedfamily respasibilities and what couldotentiallybe an indefinite
suspension olis ownpersonal aspitéons and career oriented goals:

| suppose knowing whether | could still have a career. Not knowing it is kind of,
the thoughts of €& fouckv@nrnotofa awdred tlerwa

but that is probably the easiest one to
rest of my | ife is not appealing. And acf
looking after my family, obviously | do, but obviously when seiuoff in life you

wantacareer .. | d0ve been working since | was

and then not being able to do that it gets frustrating.
[Compound Carer 13]

Carers conveyed a notion of complete immersion and embodiment in their
compound caring situatiodMany arers indicated that they sometimes suspended
aspects of their own lives, to a point where personal goals and aspirations might
begin to disappear. One participant caring for her brother wittellectual disability
as well as hemother with dementiaexpressed difficulty discerning and prioritising
other family membergutside of hercompoundcaring situation Shespoke about
the impactthis had on hemuclearfamily unit:

[My life] absolutely changed, completely, because as | said | was working and |

had to give up my own job and it caused hassles between myself and my own
children in the beginning because you ki
there [atcarer eci pi ent 8s] and Yy ouOo-red@piepts].i or i t i si
And they were telling tk truth, | was forgetting about my own, even though

the two bigger ones you know were adults. But [my youngest son] was only

very young, 13, and it had an awful effead hi méan awful , awf ul
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[Compound Carer 14]

A mother of three children with intééctual and developmental disabilities spoke
about how she embodied her caregiving rdkea point that itimpactedon her
marriage:

|l 6ve al ways put my kids firéasti,f mye marri ¢
wasnodot abl e & Welmuetour ugy wewavé dur downs bt
the end of the day the kids are there for a reason and they will always be my
number o0 n e thgy wil aways toyne liefore me and any man in this
world.

[Compound Carer 4]

4.4 Learning and Transitioning

The second themgh earning and ransitionng) describes the processes experienced
by carers when responding tand engaging,itheir compound caring role. Despite
differences irc a r eincusndtances, such as when carers commenced their
compound caregiving responsitols and the length of time they have been providing
care to two or more carerecipients all participants spoke about tlireexperiences
transtioningand learning.Inherent in these processes were subthemes of
OPrepar eReragld nearsd aamnd 6 Ad a(Riqueed.B)e e 0

Learning &
Transitioning

IPreparedness|

JAcceptance &
| Adaptation

Figure 4.3 Learning and Transitioning

Preparedness and Readiness

Throughout the interviews, participants spoke about their levels of readiness to
transitioninto their role of compound carer. These levels varied from carer to
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carerOne participbBnwasmenhrowedi[@Qohpoundt he dee
Carer 14]. This same patrticipantent on to explain how transitioning to a

compound cargiving situatiormad beervery different to being a carer for a sole
carerecipient:

I know no better but | dondt mind doing
mind doing it. Thankfully | have the help to do it, with my mother [with
dementia] gone into the home now. dealing withone person | find easier
thantwoé | 6 m not under the saénéwapundes sur e tt
horrendous pressure r eal |y | had to be there ever
sick and | remember one day the engine went in my car the year beforanalst
| had to get buses in or depend on people for lifts.

[Compound Carer 14]

Another parental carer described how she drew from her previous experiences of
caregiving foher first son withintellectual disability and cerebral palaich

prepared her forher compound caregiving role forasetcal s on wi t h Asper
syndrome:

You know having had son number one [ wit!l
well prepared because you really do learn on the hoof. If you know nothing at

the start, mygod afewyearsynou ar e on the ball, | t el |
having son number one for so many years, when son number two came along
e it all sort of worked out really well

[Compound Carer 3]

When participants were not able to draw from their own previous caring
experiances, they garnered information from other family members and carers. One
sibling carer described his transition to compound caring, when he took on caring
responsibilities for two adult siblings, one with intellectual disability and the other
with schizofrenia, after his mother passed away:

It took a bit of time, it took a few months to get used to the whole [situation]

... After about 4 monthsl really appreciated whatmyuorm used t o do €
Because she hatigdencarinp 24/ 7 é And she hiadestéflon
the early days when | took over, and | suppose everybody was still grieving for

the death of my mother, it could get a I
things that work.

[Compound Carer 13]

Another sibling carer shared her experienceli®@coming a compound carer for her
brother with intellectual disability and mother with dementia. WHikefore shehad
regularly spent time with them, she acknowledged thatv she was less familiar with
their caring needsand spoke about the impact bhaving to learrithis new compound
caringrole:

It was very hard. | found it was mentally draining. | used to go and visit them
[bothcarer eci pi ents] but | did not know thenmn
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because they were my mother [with dementia] and brgther [with ID], but |
had been gone from that situation for maybe 15 years.
[Compound Carer 14]

A sandwich carer for her daughter wiihtellectual disabilitywho had recently begun
providingadditionalcareto her ageing mother with a chronic iline$sghlighted how
her relationship with her mother influenced hesadinesgo transition to this
compound caring situation:

Me and nmm have always been close ... you know there are days when | get

tired but 1 &d&m just so htagopiforharnd so t hanl

Because even when [dgloter with ID] was little she [mam] was such a great

help with [her] you know, and at nights

you know and [husband] was working different hours and [daughter with ID]

s h e 6 dlows with yny mum and dad, and my dad passed away now, but you

know she was great with [my daughter with ID] and they were always really

close and I dm just so thankful that | &6m
[Compound Carer 10]

Acceptance and Adaptation

Participants spoke about the need to accept and adapt to t@nmpound caregiving
situation.Car er s ® pr o p e naithet enablal or anmistedsntwatd i t | e s
transitioningto occur. For example, lie availability obppropriatesupports, as well

as tre duration and permanency of compound caring circumstaness

demonstratedto nf |l uence carersd ability to adapt

One parentakarer recognised the necessity be able to adapt across different life
stages. As his two sons with intellectual disabilitgt autism transitioad through
adolescence, he refles on how their caring needs have already aipedh and will
continue to change:

[ Caregiving] is a very fluid situation
Gr adual kindof fallee itite & pattern wbh probably will be our future

to try and maintain that and i mprove on
me an expert at it because theyodore [two
growing up, theyore having awdudt of the
havehér@ds no template for this. 't real

numerous fronts all the time and we have to handle it.
[Compound Carer 2]

A common tlreadthat ranthroughout the majority of the interviewsandwhich

related to thec a r e r sahceand adadtidn, was the emphasis oselfreliance

and O0just getting on with t Wayforgaelsto | n mo ¢
copein their compound caregiving situatiofhis is illustrated by the following

extract from an iterview with a parental compound carer of three children with

intellectual and developmental disabilities:
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While waiting for the services and everything else, we as parents have to just

do our best, Il ook up [thingsdeamwih t he i nt

this, that and everything else because i
[Compound Carer 4]

Ot her participants demonstrated a desire
carer for her son with intellectual disability described her experience transitioning to
becoming a compound carer, after a recent incident had left her husband requiring
additional care and assistance. She refl e
a way of framing her current perspective and acceptance of their present

circumstances:

d we had a
at , at the
us €é You kn
ng what | ha

|l this happ
st where we
od for any

I was resen

Letds say unti e
know this is ju e
woul dndét be go

as a whole if

to get on with it

en
or
of
t i

[Compound Carer 6]

This same carer went on to explain that her family was supportive, if she needed
them, but she preferred to get on with the caregiving herself:

My parents and my brothers theyor
everynowanda gai n. Only when | ask for
just do it myself.

e
he
[Compound Carer 4]

The importance of adapting and transitingto compound caregivings a cohesive
family systenwas also demonstrated in other participant accou@se compound
carer described the effect of having open and honest family communication as they
readily transitionedo accepttheir caring responsibilities for their two adult siblings
with intellectual disabilitgfter their mother, the primary carer, suffed a stroke and
needed institutionalised care.

Wedbve been ther for the mother and fat/
changed é itds an open book at home, an)
spoken openly, we dondot htildel atnhyitrhk nigt, 0 s
way that every family should be é We put
alright. Like 1t didndt happen overni ght
out é I f something has to be said we di:

d o nagrée we say what we think and we chat it out. And so far so good,
everything is going according to plan anyway.
[Compound Carer 12]

Whi | e p aactountsierpphasizddetneedto6j ust get on wi t h t
themselvesthe importance of having suppaservicesavailablavas also noted

which provided comfort to the carers and aidélokeir ability and propensity to adapt
throughout transitioning phases of cari#gsibling carer looking aftdner brother
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with intellectual disability and depressierplanedthat knowing that she hadccess
to formal medical supports wagassuringbut she stillhad to learnto be selfreliant
and draw on her avn resources

You learn that no matter what hits you, you have to get up in the morning. And

| say,righivhat ever i s going to hit me today I
| candt ,tdlean Iwi k ho w t athand tetallsto themfcare t o
recipiens | €& T lways sodeonedheretotalkté¢ so | just deal

myself, like 98% ohe time | do anyway.
[Compound Carer 11]

Some compound carers spoke about their difficulty with adapting to compound
caring, especially in the face of social expectations. gamental careexplainechow
socialpressure shaped the acceptance of her owaregivng circumstances and
ability to engage in social situations

[Being a compound carer has] kind of made me hide away from people because
| dondét want them asking questions and
before and when the kids were diagnosed with different things | was kind of
hiding away and not answeriggestions. But | suppose as they get older and
they achieve more | 0m kind dfon cnmitng o u't
hiding as much anymore.

[Compound Carer 4]

Carersodo accounts demonstrated how the dur
caringcircumstanes coul d al so 1 nf |leammackelapttAar er s 0
compound parental carer for eiglyears share his own perspecti® on this process

of adaptation:

|l tds been a rocky road in terms of the ¢
particularly inthe early days when the two of them were small, both autistic
and both volatil e, | suppose but it was

struck a pretty good balance in terms of how we make things work and that
helps.
[Compound Carer 2]

4.5 Maint aining and Sustaining Continuity of Care

The third theme O6Maintaining and Sustaini
outcomes of the compound caring circumstancagplyingg ar er s str at egi ¢
maintenance and balance of continued cale theme idroken down into the

foll owing two subthemes: Ol nsul ar Appr oac
Caringbo.

Within these dynamic and compound caring circumstances, carers expressed a desire
for stability and continuity both within their immediate caringcé#s and closénit
family systems. Carers described several ways of enabling continuity and gave
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examples such as seeking sanctuary for themselves outside of caring. These caring
outcomes were developed by carers in response to their compound caring
circumstances (Figure 4.4).

Maintaining &
Sustaining
ontinuity of Car

Insular
Approaches to
Care

Figure 4.4 Maintaining and Sustaining Continuity of Care

Insular Approaches to Care 2%

Analysis of the interview data highlightemi{ective mechanisms and strategibsat
carersemployed tomaintaincontrol over their compound cang circumstances and
sustainaspects of continuity for careecipientsand their familiesParticipans 6
accounts emphasd an insular approach to care that focussedtba care
recipients, in terms of their happiness, health, and-leilhg.Such an approach was
defined by carerashavingdeveloped an established and preferred way of caring, in
which carers felthey were able to contain and control their caring circumstances
independentlyMany carergeferred to adopinginsular approachet® care with the
aim of protectinghe carerecipiens andtheir routines and structures. Sometimes
this was out of necessityas often the careecipients did not respond well to
externalformal supports or did not appreciate disruption to theadailyroutines. For
example, the followingibling carer preferred to provide care himseththerthan
change theurrent care structures:

20The authors of this report coined the term 08i n:
patterns of care within the home. Participants indicated that this ingydproach to careallowed

them to manage their caring circumstances, ensuring that routéme could continueand described

it as the besapproach for the care of their relative.
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There are professionals out there and t
job than | am, | dmt nbtwealdndgt [ pwwvaet vi & ¢
brother and sister [with I D]. Theyore heé
and | wouldndét change it for the worl d e
of f er ed h or thangrateful for@lhthaim

[Compound Carer 12]

Thissamecompound carer was aware that maintaining routine care for the-care
recipientswas essential for their wellbeing and therefore was willing to provide care
within the confines ohisown home. Despite tta approach, this participant knew

that there was always help availaldbould he need iat the other end of the phone:

Anytime | want to | <can pick up the phort
heds a family friend as well as anything
justtalktohima a friend which 1Is also a big he
great for people to ring you up and ask you how are things going because you

know there are a | ot of things that | d

would ring you up and advise you ahbakings.
[Compound Carer 12]

Carersspoke about providingare in a way that protected canecipients and their
supports within an established egivng structure and existing family sg. One
parental carer of two sons witintellectual disability @hautismdescribedhow it
took them a long time to set upwhat he considered to behe best care structures
for them. The participant explained how he and his farartyved atthe decision to

end homebasedrespitb e cause it was ifamly 6i ntrusi vebo
Wedre entitled to about 17 hours J[of re:
petered it out. We thought it was more ¢
protective, is [one] way of putting it.
ge¢ it even partially right, I n terms of
probably the only ones who can do it the way it needs to be done. And that

probably isndt being sentiment al or over
boys are pretty stresé r ee i n the home | ife, and the
hasndt happened by accident, itds been

the way. Not letting them get into stressful situations and just judging when
t hings are goi ng sprobgblyjustiatheawawitrhasirodpeto and i t
be honest with you.

[Compound Carer 2]

Carers frequently expressed their concern for the potential impact that new and
unfamiliar supports and services might havetmncarerecipients and thie well
establishedhomecare systems. After caring for his adult daughter vimtiellectual
disabilityfor her entire life, and now four years compound caring for his mother
poststoke with a chronic illnesshe followingparticipant highligleid the importance
of the invalable knowledge and specialist expertise that one acquiver the years
in order to maintaina continuity of carefor the carerecipientsand family members
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You know when you have somebody that you have spent 30 odd years of your
life withandallofasdden somet hing comes up, Yyou ¢
everybody [that] is going to know how to handle that person, how to deal with
them, to deal with their ways, the way t
€ | dondt know howbwoui wésl dotesckiebg oiut
deal with that, you candt just take a p¢
week ¢é Because the effects of that psyc!tl
going to take them weeks and months to recover from, because you have
system in place and you have a way of dealing with it.

[Compound Carer 9]

Refuge Outside of Caring

All carers sharedheir experiences of having something, somewheresameone
that providedthem withan@utletdo r 0 r, avayurgne tbeealities anddlemands
of compound caring. Thi8t e mp o r a enabled themaagoceniinue in their
compoundcaregiving roleOne participant spoke abouter job and how it was
breakfor her that she enjoyed, tdgether separate from compound caring foer
son withintellectual disabilitand her motherin-law with cementia

| work 10 hours, | have a job novwevery single week like. | work 2 hours every
mor ni ng, I t 0 st 6as sneoctrheitnagr itaol djoo bwi tlh car i
di fferenlt.shduwlsd wthematdoi ng I f youeknow wh
itds my owhh jyoebs liifk el éhad to be at home
able to do it[provide care] | woul dndt . | 6d have one of
ot her , | wondét say which

[Compound Carer 7]

Carers identifiedbther uniqueplaces of sanctuar@ne parental carer for a son with
intellectual disabilityas well asa mother with mild cognitive impairmergpoke
about finding peace in solitary plactesding themaway from the demadsof caring
responsibilities:

|l go to the graveyard quite a | ot too be
nobody telling me what to do or that Kki.
graveyard where you donot doewnawljusiny body
haveadb it of peace. Thatds all | need

[Compound Carer 8]

Another compound carer who cared for her son with intellectual disability and her
husband with chronic iliness and physical disability, having recently become more
0 conf i n ehdne,indicated thaeshe enjoys having time to herself and could
only dream of getting somghysicatime away from her caregiving situation:

Sometimes 1 6d just |ike 6med time, when
that my idea of heaven would lzenight away in a hotel with a good book and a
glass of wine, and nobody salhe, and nobody askne for anything.
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[Compound Carer 10]

One parentalcarer described how she sought comfontthe peer support from
other families and parental carers wiaeere in similar situationgndcaring fora
childwith intellectual disability:

Well | met a few [parents of children with I1D] there when the kids were

involved with [service provider] and occupational therapists and stuff, and we

kind of kept in touch andave talk about the way the services help the kids and

what we do ourselves to try and help the kids. And it just went on from there

really € so it usually comes down to tal

wrong and then t heyddofoffefrery authreiad vaideve ,C ¢

be tal ki ng, andtoutinhtlesopensométimgsood t o get
[Compound Carer 4]

4.6 Summary

In this phase of the study,tatal of 14 telephone interviews were conducted with

compound carers. All participantsred ved a Car e rthiesaredfal owance
person with intellectual disabilitgnd also provided regular unpaiélpto at least

one other person requiring fulime careand attention. Participants ranged from 38

to 65 years in age, and had been compibeatingfor between 1to 14 yearsTen

participants were female carers and four were male caréne participants were

grouped into the following three distinct carer categories: tRarental Compound

Carerd the dandwich Compound Car@rand thedibling Compound Carér~indings

were presented under three main themasd six subthemes. The first theme,

6Di visions of Co mpacets within Bercampoyrid carirggrotess at e
Examples othe approaches adopted by participamisluded segregating and

embracingoles and responsibilities; the two subthemegre

0Compartmentali sationd and OEmbodi ment of
Tr an s i,butlioeshtherpd@sses inherent ilkarningand adapting to the

compound caregivingjtuation This themehadthe following two subthemes:
O0Preparedness and Readi nes 3hgfinalthdmed Accept &
6Maintaining and Sust aidthemgchaGisms aidopted byt v o f
participants to ensure continuity otee for ther carerecipient(s). The two

subt hemes presented under this theme wer e
O0Refuge Outside of Caringo.
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Chapter 5: Discussion and Conclusion

5.1 Introduction

With changingageingrendsand family structures, it is likely that the provision of
family care wi receive increased attentioover the coming yeardn Ireland, the
majority of individuals with an intellectual disability live at home with their farffifies.
An unprecedented longdife expectancyamongpeople with intellectual disability
means that families are providing care for longerd in certain cases, maither
become two generation elderly families, or a person with intellectual disability may
outlive their parentatarer?®® A greaterunderstandingf family caregivingshere

there is a persory) with intellectual disabilityan help to infornpolicies and
serviceswhichcan then be betteplaced to provide appropriate and suitable
supports to meetthe needsof peoplewith intellectual disability and their famili&s

The overal/l aim of this study was to expl
personwith intellectual disabilityThe studywascomprisedof two phasesThe first

phase consisted of an anonymous postaley of600family carers in receipt of a

welfare payment for the care of a person with intellectual disabdiged 16 years

and older A total of 247 questionnaires were completed and returned, yigjdin

41%response rateThis participation rate is considered reasonable when compared

to other survey studie$®® A noted limitation of the study is that the findings cannot

be generalised to all family carers of people with intellectual disability. The stud
presents findings from 6a subgroupd6 of f &
a Carer d0dsorAf eowancecei ptorwhdarehdulititne 6 s Benef
employment are not represented.

The second phase of the study consisted of Xdeqth telephone interviews with
compound carersthese family carergrovided regular unpaid care @nother
person requiring fultime care in addition to a person with intellectual disabilifyhis
chapter will present thenainfindingsof the studyin the context of relevantrishand
international literatureln addition the implications fopractice,policy, and research
will be autlined alongwith the limitations of the study.

202 inehan, C., O'Doherty, S., Tatle@olden, M., Craig, S., Kerr, M., Lynch, &.al (2014).

Mapping the National Disability Policy Landscape . Dublin: School of Social Work and Social
Policy, Trinity College.

203 McCallion, P., McCarron, M. and Force, L.T. (2005) A measure of subjectoerbiar dementia
care: The caregiving difficulty scdigellectual DisabilityJournal of Intellectual Disability

Research, 49 (5), 369371.

204Chadwi ¢k, D. D. , Manna, H. , Il ri arte, E. G. , Mc Co 1
Harrington, G.(2013) Family voices: Life for family carers of people with intellectual disabilities in
Ireland Journal of Applied Research in Intellectual Disabilities, 36, 119132.

205 McConnell, D., Savage, A. and Breitkreuz R. (2014) Resilience in families rdidiag akih
disabilities and behaviours problerResearch in Developmental Disabilities , 35, 833848.

79



Family Carersd Experiences Wdlsabiltyari ng for a Per soa

5.2 Profile of C arers

The profile of family carers reported in this studipsely matchedrat of all carers in
receipt of a Carerds All owance for the ceé
aged 16 years and olddn this study, ger 81.260f respondentsvere female
compared to 84.%o0f total carersregistered on the [3P databas&ho are in
receiptofa Car er 0 s Al | o waetacaeperson withnpellectuali d i n g
disability aged 16 years and old&These figures are higher than those from

national cengs data which suggest that 61.2%carers (vho areaged 15/ears ad
older) are femal&®” However thecensus dataelates to all carers, not just carers of
people with intellectual disabilitieshe study findingalsoindicated thatyst 5.9%of
respondentshad a third levekducation egree or highex. This figue is substantidy
lower than the nationahverage, which suggests that 3dPindividials aged 15 years
and older hae a third level qualificatioii® Lower levels of educationaltainment

might be attribuéd to the lesstime available to carers outsideeir caregiving role

and responsibilities.

There has been a marked increase in the number of lone carers for people with
intellectual disabilities over the last decade in Iref@A@ver a third of respondents
indicated that they were unmarried or without a partner (i.e. single, separated,
divorced or widowed) Barronand colleague®006) alsambservedthat almost a

third of individuals withntellectualdisabilities living in the community in Ireland were
living with a lone parentelly et al. (2009) stated that this is a reality for many
families and support services need to acknowledge this if family needs are to be
adequately addressed.

The surveyin the first phase of the study found théhe majority ofrespondents
were a parenal carerof a personwith intellectual disability and just ovene in ten
wasa sibling carerAs people with intellectual dability are now living longean
increasing number are beginningduotlive their parentsandit is likely that the
proportion of sibling carers will increas® Recent findings frorthe Intellectual
Disability Supplement to The Irish Longitudinal Study on AgeingTIDSA)
reported that over two thirds of carers of people with intellectual disabilitg@&0

206 Department of Social Proteitin Personal Communication, November 2015

207 Central Statistics Officé€CSO)(2012a)Profile 8. Our Bill of health . Dublin:The Stationary
Office.

208 Central Statistics Office (CSO) (2012Bjofile 9. What we know . Dublin: The Stationary
Office.

200Kelly F., Craig S., McConkey R. and Mannan H. (2009) Lone parent carers of people with
intellectual disabilities in the Republic i#l&nd.British Journal of Learning Disabilities , 37,
2653270.

210 Brennan, D., Murphy, R., McCallion, P., Griffiths, M. and McCarron, M. (2d@é)ystanding
family strategies that enable long term and sustainable home environments for older
people with int ellectual disability. Executive Summary.  Dublin: Trinity College Dublin.
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years and older are sibling carét$However, Bittlesand colleague€002) warn
that as women aréaving fewer children todathe number of glings to look after a
brother or sister with an intellectual disabilityill diminishandthis traditiond
informalsource ofsupportmay not be as available in years to coiesmallerlrish
studyfunded by the National Disability Authoritgvolving focus groups and
interviews with 17 family carers of people with intellectual disabfiiyndthat
siblingcarers in particularstruggled withprovidingcare andreported feeling
physically and mentally restricted as primary caf&There is also evidence in the
literature to suggesthat sisters tend to provide more suppotd people with
intellectual disaibity than brothers.2*3?*4 Consistent with this evidence, ¢hcurrent
study found that twice as many sistevere the primary carer to their sibling with
intellectual disabilitthan brothers.

5.3 Caregiving Activities

Almost three quarters of carersidicated that theyrovided care for more than 100
hours a weekjmplyingthat they provided care for 24 hosra daysevendays a
week. Thisrate of careis much higher thathat indicated bycensus datan

carers®*® However, this may bereflectiveof the high proportion of parental carers in
the currentstudy, as well aghe criteria that needs to be met in order to qualify for
aCar er 0s ;tatlsaanmsecipers must require fulitime care and attention

The literature suggests that working outside of the home can have several benefits
for c a r Bealth &and informal social connectioc$Recipients ofheCar er 6 s
Allowance are permitted to work and/or study outsiaé the home forup to 15

hours a week. Dspite the many benefitajgt onefifth of respondentsngaged in

work for up to 15 hours a weekwith justone respondentindicatngthat they

worked and studieautside of the homeFamily carers often have limited time
availableéo engage in employmemthich can often result icarersbeing socially

21 IDSTILDA (2016)IDST 1| LDA Val uing carersd® involvement .

http://www.idstilda.tcd.ie/info/

212 Brennan, D., Murphy, R., McCallion, P., Griffiths, M. and Mo@aM. (2016)Jnderstanding
family strategies that enable long term and sustainable home environments for older
people with intellectual disability. Executive Summary. Dublin: Trinity College Dublin.

2130rsmond, G., and Seltzer, M. (2000) Brothers and sisters of adults with mental retardation:
Gendered nature of the sibling relationshfmerican Journal on Mental Retardation , 105,
4860508.

214 Coyle, C., Kramer, J., and Mutchler, J.E. (2014) Aging tag&iéing carers of adults with
intellectual and developmental disabilitigsurnal of Policy and Practice in Intellectual
Disabilities , 11 (4), 308312.

215 Central Statistics Officé€CSO)(2012a)Profile 8. Our Bill of health . Dublin: The Stationary
Office.

216 Rozario, P.A., MorrowHowell, N. and Hinterlong, J.E. (2004) Role enhancement or role strain.
Assessing the impact of multiple productive roles on older caregiverlveitig.Research in
Aging, 26 (4), 413418.

81

Per soc

Ac



Family Carersd Experiences d®fabityari ng for a

isolated?*’ In fact, hose whoassumecaregiving responsibilities are likelyreduce
their hours to parttime or leave employmeraltogether?*® While survey data were
not <col | ect ediregivimg emplayreentstatuspnrthés study, it is likely
that many carers may have given up work to becometiimié carers. Studies have
shownthat employment retention increasevhen carers hee access to flexible
workinghours, unpaid family leave, and paid day$'dTthis highlights the
importance of employersreating supportive working environmentsferingflexible
working arrangements to family carers in employment and negotiating nauks,
leave, and days off faare work

5.4 C ar eHealth and Wellbeing

This studycollectedinformationonr e s p o nheattmandsw&llbeingverall,

re s p o n detfregorsed health was poorer when compared to national data on
carers.Two thirds of respondents reported thaheir own general health was good,
very good or excellent, while the 2011 census showed tB4t8%of carersrated
their health asither good or very good*® This figure relates to all carers including
youngercarers which may explain the higher levelsselfreported goodhealth.

Approximately two in five respondents scored above the threshold on tlea&sal
HealthQuestionnairel2 (GHQ12) for psychological distress and respondents were
significantly more likely to be female carersis finding is casistent with dher
studieswhich havealsofound high levels gisychological distress among family
carers of people with intellectual and developmental dis@&sft*?** The proportion

of carers reporting high levels of psychological distressilistantially higher than the
national prevalence of psychologicatoiss which was reported at 12%2 Similarly,
Tedstone Doherty and colleagues (2008) found twaimen had proportionally
higher levels of psychological distress than n@her nationalstudies have also
found higher rates of psychological distress among carers thitae ijeneral

217 Shearn, J., and Todd, S. (2000) Makemployment and family responsibilities: The perspectives
of mothers of children with intellectual disabilitideurnal of Applied Research in Intellectual
Disabilities , 13, 109131.

218 pavalko, E.K. and Henderson, K.A. (2006) Combining care workaiddvork: Do workplace
policies make a differenc&&search on Aging, 28 (3), 358374.

219 Central Statistics Officé€CSO)(2012a)Profile 8. Our Bill of health . Dublin: The Stationary
Office.

220 Ekas, N. and Whitman, T.L. (2010) Autism symptom topograpbynaaternal socioemotional

functioning. AJIDDAmerican Journal of Intellectual and Developmental Disabilities , 115
(3), 238249.
221 Dawson, F., Shanahan, SzsFit mo n s E. , OdMal l ey, G. , Ma ¢

Theimpact of caring for an adult with intellectual disability and psychiatric comorbidity on care
stress and psychological distred3surnal of Intellectual Disability Research , 60 (6), 558563.

222 Tedstone Doherty, D., Moran, R. and Kartale®d D o h e r2008)PsycYiologigal distress,
mental health problems and use of health services in Ireland . HRB Research Series 5.
Dublin: Health Research Board.
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public®?® As such,tihas been recommended that practitioners should prospectively
i dentify carers and intervene lyefore car e
present??*

Lee, Draper and Lee (2001) noted that people with low connectedness have difficulty
with being appropriately assertive and sociable and have a tendency to remain
guarded and engage in social avoidance, preventing other people from getting too
close.Individuals in this group are quite hesitant to enter into social situations and

are concerned with how other people view themhe presentstudy found that the
majority ofrespondentsscored high in social connectedne€arersgenerally
experienced a strong sense of belonging and feelings of being connectedrto th
friendsandfamilymembersaround themandto others insociety. Hbwever over a
guarter of respondents sged low in social connectedness anohepound carers

were significargl more likdy to be less socially connected than roampourd

carers.This finding is consistent withttreud he me ©6i nsul ar approac
(main theme Omaintaining whiohemegedftomtheni ng
gualitative datgatheredfrom compound carers in phasgof the study. Carers

portrayed themselves aselfreliantwith an establisheday of caring in whickthey
adoptd strategies that hekd themto maintain everyday routindsr their care
recipiens. This approach was oftenkan in the absence pbr preference over,

support from others.Perhapscarerschose toremain disconnectedr adopted such
insular approacheis order to cope withtheir multiple caregivingoles andto

protect their systems of home caragainsstigma andhe negative attitudesvhich

are sometimes experienckfrom others.??2%¢ Parents otchildren with intellectual
disability may find it more difficult to manage public perceptions of their child and
their family and to sustain thgerceptiono f 6 n oandtharefaremniaystruggle

to maintain positive social relationshf3&*

223 Drennan, J., Lafferty, A., Treacy, M.P., Fealy, G., Phelan, A., Lyons, I. and Fox, ©ld@012)
people in residential care settings: Results of a national survey of staff -resident
interactions and conflicts. Dublin: NCPOP, University College Dublin.

224 Cherry, M.G., Salmon, P., Dickson, J.M, Powell, D., Sikdar, S. and Ablett, J. (2013) Factors
influencing the resilience of carers of individuals with demeR&uiews in Clinical Gerontology
23, 2510266.

225 Blacher, J., and Hatton, C. (2009) Families in context: Influences on coping and adaptation. In S.L.
Odom, R.H. Horner, M.E. Snell, and J. Bla¢gels.), Handbook of developmental disabilities (pp.
5316 551). New York, NY: Guilford Press.

226 Mak, W.W.S. and Cheung, R.Y.M. (2088#)liate stigma among caregivers of people with
intellectual disability or mental illneskurnal of Applied Research in Intellectual Disabilities
21, 532545.

227 Bromley, J., Hare, D.J., Davison, K. and Emerson, E. (2004) Mothers supporting children with
autistic spectrum disorders social support, mental health status and satisfaction with services.
Autism , 8 (4), 409423.

228 Smith, L.E., Greenberg, J.S., Seltzer, M.M. (2012) Social support aoeingeiit midife among
mothers of adolescents and adults with autism spectrum disordexsrnal of Autism and
Developmental Disorders , 42 (9), 18181826.
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5.5 Profile of C are-recipients

The profile ofcarerecipients with intellectual disabilitgported in this study closely
matched that ofdata supplied by thBSPon carerecipientswith intellectual
disability aged 16 years and older. In this stalay proportion of carerecipientsthat
were male (71.1%assimilar to the proportion reportedby the DSP(68.6%.2%° It

is worth noting that hese proportions are much Higr than the proportion of males
with intellectual disabilit{58.2%Yhat areregistered on theNational Intellectual
Disability DatabaseN|DD).%°

Care-recipients had mainly mikd moderate levels of intellectual disabiligndthere
were no significantifferences in severitgf intellectual disabilitbetween male and
female careaecipients This reflecs the dataavailableon intellectual disabilitfrom

the NIDD.?*° Other Irish researcrstudies haveeported that thereis a greater
proportion of family carers providing care at home for a person with severe
intellectual disability, thanraild intellectual disabilit§?* This discrepancy may be
attributable to the differaces in carer samples. Carers in this study were recipients
of a Car er 0 anayhdt haveheanvegistereal andhe NIDDBarronand
colleague$2006) implid that, within the Republic of Ireland, individuals with severe
disabilities are more apt tbe moved into owof-home residential accommodation.
In the presentstudy, carerecipients hadelatively low levels of challenging behaviour
and mée carerecipientswere more likely to exhibit these behavimithan female
carerecipients.

5.6 Family Resilience

A focus on maximising and sustaining resilience among family carers can help to
ensure that family caregiving can continue to be a valshleceof care provision
for people with intellectual disabilitinterventionsaimed at enhancing resilience
among parents of childremwith intellectualdisabilitymay not only benefit mothers
and fathersbut may also benefit the childlith intellectual disability??

229 DSPPersonal Communication (2015)
230Kelly, C. (2015HRB Statistics Series 28 Annual report of the National Intellectual
Disability Database committee 2014.  Dublin, Ireland: Health Research Board.

231 Barron, S., McConkey, R. and Mulvary(2006) Family carers of adult persons with intellectual
disabilities on the Island of Irelanbhurnal of Policy and Practice in Intellectual Disabilities, 3
(2), 87094.

232 Bekhet, A.K., Johnson, N.L. and Zauszniewski, J.A. (2012) Resilience im&antbisrs of persons
with autism spectrum disorder: a review of the literatutssues in Mental Health Nursing , 33
(10), 65®656.

84

Per soc



Family Carersd Experiences Wdlsabiltyari ng for a Per soa

Research studies have reported lower levels of resilience amarengs of children
with intellectual disability than in the general populafit®®*2*® The findings from
the presentstudy imply that the family carers who participated in the survey were
relatively resilientThis may be attributable to a number of factpnscluding the fact
that the majority ofrespondentshad good selfeported health and high levels of
social connectednesSimilarpropensites havebeen highlighted by other studies of
family carers fopeople with intellectual disabilignd showthat carers adjust to
circumstances overtime through the acquisition of new skills and enabled coping
mechanism&Thi s finding is consistent with th
which emerged from the qualitative data gathered from compound carersaseh
of the study.

A number of factors were identifieth this studythat were associated with low carer
resilienceand may be considered risk factors. Baencludebeing a compound carer,
living with the careecipient with intellectual disabilithavinghighlevels of
psychological distress, poor/faeltreported general healthhavingow levelsof

social connectednessxperiencinghigh levels of challenging behav®tromthe
carerecipient andhavingow levels of support from formal andformal supports.

According to a literature review on resilience conducted by Beldued colleagues

(2012), promoting and strengthening the resilience protective factors of parents of

children with autism spectrum disorddelps them tobetter manageheir stresses.

For example, volunteering may be one means of enhancing resilience in families of

people with intelleatal disabilitie$*® Similarly, Thompson et al. (201#und that

resilience was related to theloseness oh family unit andaltruistic behaviour

adopted within the familyAccording to Grant and Whiell (2000), perceptions of

family cohesion and upbringing are al so ¢
readiness to provide cardhis finding is consistent with the suetme O pr epar edr
and readinesso6, which emerged from the gt
carers in phase 2 of the study.

233 Baxter, C., Cummins, R.A. and Yiolitis, L. (2000) Parental stress attributed to family members

with and without disability: Aongitudinal studyJournal of Intellectual and Developmental

Disability , 25, 109118.

234 Baker, L.B., Blacher, J. and Olsson, M.B. (2005) Preschool children with and without

devel opment al del ay: Behavi our jourmabof Italtectuyal par ent s
Disability Research , 49, 579590.

25Wong, P.K.S. and Lam, T.L. (2015) Enhancing the resilience of parents of adults with intellectual
disabilities through volunteering: An exploratory studgurnal of Policy and Practice in

Intellectual Disabilities, 12 (1), 2@26.

26Chadwi ¢k, D. D. , Manna, H. , Il ri arte, E. G. , Mc Co 1
Harrington, G. (2013) Family voices: Life for family carers of people with intellectual disabilities in

Ireland Journal of Applied Research in Intellectual Disabilities, 36, 119132.
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C a r esense®f control in their caring circumstances may enable them to maintain
resilience and to positively adapt to theallenges associated with caregiviig® A

study thatdeveloped a psychosocial model of resilience in families caring for a person
with intellectual disability, also discadghe assertion of control as a way for carers

to bring order into their situationhighlighting methods of structure and routine, as
well as acquiring new skills and positive perspecties.

According to Wong and Lam (2015), enhancing pinetective factors of a person
canempowerthem and give thera greater degree of strength and resilience.
Furthermore, esiliencendicators arecritical for informing appropriate professional
support and effective service provision for famif&s*

5.7 Availability of Appropriate Services and Supports

Respondentsn this study indicated that they availed of a range of servideaever
those whoindicatedthat they requiredcertainservices did not alwayseceive them
For examplejust over halfof the respondents who reported that they required
crisis respite care in the precling sixmonths did not receive the servic8imilarly,
half of the respondents who required a horbased respite service did not receive
the serviceMcConkeyand colleague@010) reported that there was a notable
increase in the number of families requiring respite care dad to additional
fundingavailabldrom government sources, there waglgscernible rise in the
numberof people receiving resmtbreaks There were marled inequalities in the
availability ofhe services across Irelandelly (2015) noted thatdespite an increase
in provision of crisi@andplanned respite services in the last two decades, there was a
marked decline in provision in more recent years.

More than one in five respondents indicated that they required alternative therapies
(e.g. sensory therapydr their carerecipient in the previous simonths, however

the majority of respondents reported that they did not receive this servioe.
addition,of those who reported requiring psychological/counselling services, over a
third indicated that they did not receive the servidéhere were also unmet needs in
dietician services, horeased respite serviceand occupational therappccording

237 Grant, G., Ramcharan, P. and Goward P. (2003) Resilience, family care, and people with
intellectual disabilitie$nternational Review of Research in Mental Retardation , 26, 139173.

238\Windle, G (2011) What is resiliencaReviews in Clinical Gerontology , 21, 153 169.

239 Grant, G., Ramcharan, P. and Flynn, M. (2007) Resilience in families with children and adult
members with intellectual disabilities: Tracing elements of a psyetial modelJournal of
Applied Research in Intellectual , 20 (6), 563575.

240 Quellette-Kuntz, H., Blinkhorn, A., Rouette, J., Blinkhorn, M., Lunsky, Y. and Weiss, J. (2014)
Family resilience: An important indicator when planning services for adults with intellectual and
developmental disabilitie3ournal on Developmental Disabilities , 20 (2), 5966.

241 Thompson, R., Linehan, C., Glynn, M. and Kerr, M.P. (201f8iefitative study of carers' and
professionals’ views on the management of people with intellectual disability and epilepsy: A
neglected populatiorEpilepsy and Behavior , 28 (3), 378385.
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to Kelly (2015), tere is a significant demand for new and enhanced multidisciplinary
support services for a person with intellectual disabgibd their families in Ireland
According to figures from the NIDD, judess tharthree quarters of those
registered onthe database require a new or enhanced multidisciplinary support
servicefor the periodof 2015to 2019. In particular, there is substantial demand fo
the therapeutic inputs, includimgsychology, occupationand speech and language
therapies®* This inceased demand may go some wawsrdsexplaining why some
families may nolhavereceival the servica they requirad, and insteadnay have been
placed on a waiting lisE a mi ffustratisndand disappointmeir relation to
accessing information and asbleservicesas well aghe coordination of care
provision across sectors for families caring fqpersonwith intellectual disability in
Irelandhas beercommonly reported in the literaturg*¥24424° |n the presentstudy,
foll owing the radaypgentmetachaoolcdlegeasdeentedtieer |,
second most helpful source of suppo#cross Irelandday centres are thenost
commonly availablserviceso familiesand people with intellectual disabjlft®

This dudy found that low levels of formal supports were related to low levels of
family resiliencgt is therefore important to identify the gaps in supports so that
these can be targeted and thus resilience in familsgsbe enhanced recentlrish
study comprising interviews and focus groups with a total of 17 family carers of
people with intellectuatlisabilityalso echoedhis. T h e s autharsindicated that
dayto-day services for people with intellectual disabjktych as day services,
workshops and training centresv e r percedved by family carers to play an integral
role in maintaining family caregiving cap@éityrhe study alsgointed outthat

family caregiving capacity was compromised by fundamental flaws in the support
system for arers, which related to inequitable eligibility crier f or Car er 0 s
Allowance and the reduced and variedadlability of respite carg’

Hill and Rose (2009) suggested tlaatore holisticresponse is required sas to
ensure that families avail of suitable supports laandeaccesgo social support

242 Kelly, C. (2015HRB Statistics Series 28 Annual report of the N  ational Intellectual
Disability Database committee 2014. Dublin, Ireland: Health Research Board.

243 McConkey R. (2005) Fair shares? Supporting families caring for adult persons with intellectual
disabilitiesJournal of Intellectual Disability Research ,49(8), 606612.

24power, A. (2009) |Is the system working for the
services in Irelanddealth and Social Care in the Community , 17, 92698.

245 Chadwick, D.D., Finlay, F., Garcia Iriaie, Greene, S., Harrington, J., LawlorMannan, H.,

Mc Conkey, R. , O6Brien, Pramily WoesilLife,nIrdlandfaand Tur ner ,
families of people with intellectual disabilities . Dublin:National Institute for Intellectual

Disabiliy, Trinity College Dublin.

246 Barron, S., McConkey, R. and Mulvany, F. (2006) Family carers of adult persons with intellectual
disabilities on the Island of Irelanbhurnal of Policy and Practice in Intellectual Disabilities, 3
(2), 87094.

247 Brennan, D., Murphy, R., McCallion, P., Griffiths, M. and McCarron, M. (2d@é)ystanding
family strategies that enable long term and sustainable home environments for older
people with intellectual disability. Executive Summary. Dublin: Trinity CollegeDublin.
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fecilities such as parents groups, antgliedthat the most important aspect of

support is how helpful it is perceived to be, rather than the amount availdbie.
presentstudy highlighted the importance of informal supportsnaintaining family
resilience particularlyas findingshowed a positive correlation betwedamily
resilience angberceived helpfulness of family and other informal suppditese
informal supportnetworks are central to familgohesionwhere there is a person

with intellectual disabilit§#® In a study of 32 parents of children with intellectual
disability Heiman (2002jighlighted the importance of a range of informal social
sources whicHound that parents drew on @ombination of supports includirige
nuclear family, grandparentnd other relatives in order to maintain a routin€his
finding is consistent withtheéhme a d Mt ai ni ng and sustaining
which emerged from theualitative data gathered from compound carers in phase 2
of the study.This will become more relevantdwever, agamily carers grow older

and become frail, their social and support networks tend to shrink, increasing their
risk of becoming socially isddal >4°

5.8 The Compound Carer

More than a quarter of respondents in this survegdicatedthat they were a
6amp o u n d;that &,rtheyprévided regular unpaid care to another dependent
person, in addition to the person with intellectual disability ¥dnom they receivd a
Car er 0 s Alhemapwryotases, the compoundacers werealso
providing care to a parent/pareim-law or a childFindings from the postal survey
found that @ mpound carers were significantly more likely to have low lewaél
resilience and low levels of social connectedneggen compared tanon-compound
carers Findings fronthe 14 compound carer interviewgave an indication of the
diverse nature andnique categoriesf caregivingircumstances associated with
compoundcaregivingparental, sibling and sandwich compound car&whilar
caregiving situations have been found in the literatefi&é->°>>3

248 Peer, J. W. and Hillman, S.B. (2014). Stress and resilience for parents of children with intellectual
and developmental disabilities: A review of key factors and recommendations for practitioners.
Journal of Policy and Practice in Intellectual Di  sabilities, 11 (2), 9298.
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250 Grundy, E. and Henretta, J.C. (2006) Between elderly parents and adult children: A new look at
the intergenerational c¢a provided by the sandwich generatiokgeing and Society , 26 (5),7070
722.

251 Tebes, J.K. and Irish, J.T. (2000) Promoting resilience among children of sandwiched generation
caregiving women through caregiver mutual hdturnal of Prevention and Intervention in
the Community , 20 (32), 139158.

252 Perkins, E.A., and Haley, W.E. (2010) Compound caregiving: When lifelong caregivers undertake
additional caregiving roleRehabilitation Psychology , 55 (4), 408417.

253 Dew, A., Llewellyn, G., arBalandin, S. (2004) Pgsarental care: A new generation of sibling
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The findings presentextlated to the context, processesand outcomes ofhe

compound caregivingxperience of familgarers of people withntellectual disability

Data analysis revealeédat in some case@pproaches to compound caregiving

includedthe separationof caregiving roles aneesponsibilities, while in other cases,

the role wascompletdy integratedinto thec a r e r & ®wnlidentite. Exammples of

the separation of carersodintheocompoandd r ol es
caregiving literaturegparticularly wherhaving to prioritize the car&?*

The processesf transitioning and learnindescribedn the studyincluded
preparednesseadinessacceptanceand adaptationTransitioning into a new
caregiving role can be difficult and demanding for any family member, not just
because ohavinghew responsibilities for the carerecipient, butalsobeause they
haveto manage thie new care providing role witlother aspects ofheir life.>>®> Most
parental carers of a person with intellectual disability expect thatlzer family
member will assume caregiving responsibilities oncg &ne no longer abled

provide care However these assumptions are often made without making any
formal arrangement$>2°¢ When a parent passes awayften siblings are expected to
continue the care as beforéut this is constrained to some extent llye previous
structures and habits put into place by tdeceased parenfFor example, negotiating
a group home placement for an adult with intellectual disability who has lived at
home for higher entire life is challengirand can totally disrupt #ir routine and
social support€® Furthermore, siblings tend to lack the experience and knowledge
of services that their parents had and need informatmol support in their own
right.’

The interview data revealed thaecisionsmade in relation tocompound care

provigon, showedevidenceof personal sacrifice and familial commitmditte

dynamics of family solidarity asibling relationships have been shown to impact

positively on the intergenerational exchanges in caring structurésnailies®® In

particular, family closeness, parenting perspective, as well as sevenitylieictual

disability ar e factors shown to influence a si

284 Kwok, H. (2006) The son also acts as major caregiver to elderly parents: A study of the sandwich
generation irHong KongCurrent Sociology, 54 (2), 258272.
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responsibilitieg>%?° The provision of intergenerational help and care in families,
between children and parents, malgo be contingent on the time amdsources
available, the cost of missed opportunities and the health of those providing®tare.
This is further supported by broader claims that perceptions of family cohesion and
upbringing seem to positively contribute @family care@ willingness to provide
care®®® Having a secondary caregivand other supporis has been shown to redec
caregiving burden and improggiality of life for sandwich compound caréfs,.

Fndingsalsord e monstrated that compmantad carer so
continuity for the care of the careecipiens andmanyportrayedthe approaches
they adopted to ensure thisould occur. Some of these wer@asularin natureand
the carersfrequentlyadopted aselfreliance approach to their caregivingies and
responsibilitiesWhile it is during the compound caregiving perititht stress
ameliorating interventions and suppsiould be most beneficidab the carer, many
may not accept or seek helPerkins (® 1 0) st ais prathable that, due foi
the potentially transient nature of the scenarios, and variability in their potential
duration, most affected families merely try to overcome thésempound caring)
circumstances as best they can, rather thhaaching out for additional suppddp.
2539.264

5.9 Implications of t he $tngsdly 6s F

Implications for Policy and Practice

This studyprovides important information abouamilycarers who cardor a
relativewith intellectual disability in Ireland. Tiséudy findingsuggesthat while
manycarersmanagevell andadaptto their caregiving roles and responsibilities, this
maybe at the detrimentof their own health, psychological wellbeinggntity,
autonomy and social networksThe findings highligket the need to support cares
with maintaining good mental healfrour out often carersscoredhigher tharthe
threshold forpsychological distresghich isa muchhigherrate than thatfound in

289 Seltzer, M. M., Greenberg, J. S., Orsmond, G. I. and Lounds, J. (2005) Life course studies of
siblings of individuals with developmental disabililtesital Retardation , 43 (5) 3549359.

260 Krauss, M.W., Seltzer, M.M., Gordon, R. and Friedman, D.H. (1996) Binding ties: the roles of
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261 Brandt, M., Haberkern, K. and Szydlik, M. (2009) Intergenerational helgaaméh Europe.
European Sociological Review , 25 (5), 585601.

262 Grant, G., and Whittell, B. (2000) Differentiated coping strategies in families with children or
adults with intellectual disabilities: The relevance of gender, family composition arféspari
Journal of Applied Research in Intellectual Disabilities , 13 (4), 25075.

263 Rubin, R.M. and Whit&eans, S.I. (2009) Informal caregiving: Dilemmas of sandwiched caregivers.
Journal of Family and Economic Issues , 30 (3), 258267.

264 Perkins, E.A. (2010) The compound caregiver: A case study of multiple caregivin@lioieal
Gerontologist , 33, 248254.
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the generapopulation?®® In addition, ligher levelsof psychological distress were
associateavith lower levels ofresilience Poor generahealthand low social
connectednessgvere also found to be negatively associated with resilience. These
findingssuggesthat geater efforts are needed to identifgnd supportcarerswho

are experiencing poor psychologioakllbeingand poor general healthn addition
sincethis cohort of carerss more likelyto find themselvestruggling witradapting

to caregivingmanagingheir caregiving responsibilitiesxd overcoming the pressures
associated with caring for their relative with intellectual disabiirlyengagement
with services and support are needeml forestallexperience of psychological
distress

Furthermore,as more than a quarter of carers reported low social connectedness,
there is aneed for supportive policies that facilitate greater societal participation and
integrationfor carers and that promote and createpportunities for carers to

develop peer andupport networksandengage in activities outside of their caring
roles, for examplein work and study. Theualitativedata echoedhe fact thatthese
external activitieal® presentan opportunity for carerdgo have somerotected

time for themselvesand spaceaway from caregiving.

Additional resourceslsoneed to be made available to famiheish relatives with
intellectual disability who exhibit challenging behavidsirsce carers wheerelative
displayecdhigher levels of challengibghaviourshad lower levels of resilience,
education and trainingupportsshould include materials and information on supports
that areavailabléo familieson behaviour management techniquasso, health and
social care professionals should work closely, just with the family carerbut with
their relative andwith the family as a unit, in order to explore ways in which they
can be bessupported inresponding toand managing these behaviours, so that
familyresiliencecan bemaintained.

The compoundcatrer in particularwarrants greder attention; one in four carers
indicating that they also providedgularcare toone or more other individualsin
addition totheir relativewith intellectual disabilityand thisnumber is likely to
increase in years to comé&hese carers reported significantbwer levels of
resilience and social connectedneAs.demonstrated by the qualitative datag
circumstances ofach compound caregivirgituationvaries widely, andtherefore
policiesneed to acknowledge an@gcognse that eachamilyunit hasunique
circumstances ancequires a multidisciplinanapproachin order to meet their
diverse needs.

As families continue to transitigrchanges to family systems and structures are
inevitable. Tierefore supports must also elve to meetf a mi tlansiengn@edsin a
way that enables carers @dapt andouild resiliencelt was evident from the
interview data that supports should be introduced eanty in a proactive manner, so

265 Tedstone Doherty, D., Moran, R. and Kartale®® Do h e r t y Psychologigal2liBtfess,)
mental health problems and use of health services in Ireland . HRB Research Series 5.
Dublin: Health Research Board.
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as to ensure smooth transitioning the caregiving circumstanceSonsequently
interventionsmustbe multifacetedo reflect the dynamic processgandpolicies and
service responses need to lkexible so that theytoo canbe tailoredto adequately
respond to theneeds ofindividualfamilycaregivingsituatiors.

The study findings aldound thatgaps in formal service provisi@xist and
therefore must be addressed/Vhile most carers indicated that thayere in receipt
of the services theyequired there were somenotablegapsNamely there were
unmet needs in areas such as crisis respétee,home-based respiteare alternative
therapies dietician servicesnd occupational services order for families caring for
a person with intellectualisabilityto be supported in the bestgssible waysuch
serviceswarrantgreaterallocation ofresources so thapeogde with intellectual
disabilityand their familieslo not have toforgo essentiabupports The processes
involved in the allocation ifervices neesito be examined in greatedtetail soas to
ensure thathey aredistributed fairly and equitably to people with intellectual
disabilities and their families.

The study findings also highlighted thgortanceo f ¢ arceived lElfulness of

formal supports as well asamilal andother informalsupports in maintaining family
resiliencelt is not enoughustto be in receipt ofsuppors from formal and informal

sources but carershave to perceivéhemto be helpful. Thereforec ar er s 0
satisfaction levels with services shobklregularlyassessetb determine whether

the provisionof services and supports are beiatjlised inthe best possiblevayand

carersfeel that theyare actuallybenefiting from themWhile efforts are currently

under way i n | r el aNabdstAssesshen, atlthe pmeaf Car er s 0
reporting, this was stikit development stag&®

More attention should also be attributed to-imome supports for carers. The
interview data revealed #hlevel ofimportanceplaced ormaintaining routines and
schedules fomdividualsvith intellectual disability angroviding care in a consistent
manner This meant that carers became sadfiant and adopted insulaaring
approaches in an effort to avert any disruptions to the care of their relative.
Therefore, sincecarers frequently feel that they are the only person in a position to
provide regular care to their relativeygater consideration shoulte given asiow
bestto support carersin the homein a waythat is not disruptive to theidaily

routine or comfort levels.

The Irish government has begun to recognise family carers and the critical role they

play in providingcar&wi t h t he publication 0% the Nat.i
however it is important that the strategy isow fully implementedin addition, mder

the demographic pressures of an ageing society and the inevitable changing nature of
family systems and caring structurgss important thatcaring responsibility for

266 Care Alliance Ireland (CAl) (2015Djiscussion Paper 2: Intellectual Disability, Caring and
Role Reversal. Dublin: CAI.

267 Department of Health (DoH) (2012a)he NationalCa r er s & Str at egy: Recogni
Supported, Empowered . Dublin: The Stationary Office.
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people with intellectual disability living in the commuistgot placed solelypn
family systems alone, andther, supportsieed to be collaborative andevelged to
includethe wider remit of social care, health care, and welfare systems.
Furthermore, he design and development of interventions to support carers
necessitate a multidisciplinary approach, paying pauiiar attention to thefamily
context

Implications for Research

Further research with family carers of people with intellectual disability is warranted.
Longitudinal dataollectedfrom multiple perspectives would hetp identify the

changing needs of families caring for a person with intellectual disaléityime,

especially as the carer atite person with intellectual disabilipges. It woulalsobe

worth exploringother individual, socighnd environmental &ors that enhance

resilience thatiavenot beenexamined in this studWery few studieshave examined

the natureof andtypesof compound caregivingjtuations withinfamilies where

there a person with intellectual disabilitid3ue to changing famibtructures and

ageing profles he carersd role is | Thismeéagsthato t r an.
more and more carers, including parents, sibljsgsl other extended family

membersare likely to find themsgks becoming eompound carer. Tiereforethis

area requiredurther research adopting both qualitative and quantitative research
designs, to examine the compound caregi Ve

5.10 Limitations of the Study

This study has a number of limitations which are noteworfflye main limitation of

this study is that thdindings are based on data collected from carers who reckdve

welfare payment for théull-time care of a relative with intellectual disability, and

therefore the findingannot be generalised to thosarerswho are in fultime
employmentwho do not qualify for the welfare paymenbr who are in receipt of

Car er 0 sln&ditiorgrf thiststudythereisar el i a n c eseléreports,ar er s 0
andtherefore the data may be subject tocreased levels of respse bias. For
examplecarersmay wnderestimateor overestimatethe frequency of challenging

behaviours elibited by their carerecipient.

5.11 Conclusion

Policies, service providerbealticare and social care professionals shooddhtinue

to recognisethe important roleplayed byfamiliesin the provision of care for people
with intellectual disability living in the communiBue to the transient nature of
familiesways in which they can be best support&tbuld be constantly evolving and
explored Particularattention should be placedn the factorsthat enhancdamily
resilience helpinghem to draw onand develop their strengths. In doing $os
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necessaryo recognise and respect the importanceexisting familyractices,
routines, knowledgeand expertiseThe creation of a collaborative and supportive
culture that focuseson promoting resilience within faties, incluthgflexiblepolicies
as well assuitable and effective serviced|l ensure thatfamily caregiving for a
personwith intellectual disability catontinue to besustained and valued in society.
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application which is subject to the conditions set out below.

Please note that public liability insurance for this study has been confirmed in accordance
with our guidelines.™

Please note that approval is for the work and the time period specified in the above
protocol and is subject to the following:

* Anyamendments or requests to extend the original approved study will need to be
approved by the Committee. Therefore you will need to submit by email the Request fto
Amend/Extend Form (HREC Doc 10);

* Anyunexpected adverse events that occur during the conduct of your research should
be notified to the Committes. Therefore you will need to Submit, by email, an
Unexpected Adverse Events Report (HREC Doc 11);

* You or your supervisor (if applicable) are required to submit a signed End of Study
Report Form (HREC Doc 12) to the Committee upon the completion of your study;

* This approval is granted on condition that you ensure that, in compliance with the Data
Protection Acts 1988 and 2003. If applicable, all data will be destroyed in accordance
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