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Identification of Factors Influencing Caregiving Experience in Caregivers of
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Introduction

Caregiversof afamily member with schizophreniaareundoubtedly
affected by their caregiving roles.* In a previous study, we found
that many such caregivers in Singapore experienced clinically
important distress.® However, factors that influenced caregiving
experience of these caregivers are unknown. The purpose of this
study wasto identify factorsthat influence caregiving experiencein
caregivers of a patient with schizophreniain Singapore.

Materialsand Methods
Sudy Design

A consecutive sample of outpatientswith schizophreniaand their
caregivers seen in the Institute of Mental Health were recruited for
this IRB-approved study. After written consent was obtained,
caregivers and patients were surveyed individually during routine
counseling by 2 medical social workers(M SWs) whowereproficient
in both English and Chinese. Caregivers were interviewed using a
questionnaire containing the Experience of Caregiving Inventory
(ECI)® and questions assessing caregiving activities, socio-
demographic statusand support fromvarioussourcesinthepreceding
3 months. The patients completed a questionnaire containing the
Schizophrenia Quality of Life Scale (SQLS),” the Short Form 36
Health Survey (SF-36)2 and questions assessing socio-demographic
status. The patientswereal so assessed for presence of 22 psychiatric
symptomsand their utilisation of medicationsand inpatient services
in the preceding 3 months was examined using medical records. All
questionnaires were prepared in identica English and Chinese
versionsfor use at interviewees' preference.

Inclusion criteriafor patientswere: 1) outpatientswith aprevious
diagnosis of schizophrenia; 2) well enough to cooperate with the
study; and 3) ability to communicatein English or Chinese. Inclusion
criteria for caregivers were: 1) caregiver of a patient with
schizophrenia; and 2) ability to communicatein English or Chinese.

Instruments

TheECI measurestheexperienceof caring apersonwith aserious
mental ilIness such as schizophrenia. The ECI consists of 66 items
which provideacomprehensivedescription of caregiving experience
in8negativedimensions(i.e. difficult behaviours, negativesymptoms,
stigma, problemwith services, effectsonthefamily, need to back up,
dependency and loss) and 2 positive dimensions (i.e., rewarding
personal experiences and good aspects of relationship with the
patient). These dimensions can be consolidated into a negativetotal
score (scorerange: 0to 208, higher scoresindicating more negative
experience) and a positive total score (score range: O to 56, higher
scoresindicating morepositiveexperience).® Therecall period of the
ECI isthe past 1 month. Both English and Chinese versions of the
ECI have been validated in Singapore.®

The SQL Sisa30-item self-report questionnaire which needs5to
10 minutes to complete.” The instrument measures schizophrenia-
specific quality of life/ health statusin 3 dimensions (Tablel). The

recall period of the instrument is the past 7 days. Both English and
Chinese versions of the SQLS have demonstrated acceptable
psychometric properties in Singaporeans with schizophrenia.®

The SF-36 is a 36-item self-report questionnaire which can be
administered in 5 to 10 minutes.® The instrument measures self-
perceived health status and functioning in 8 dimensions (Table I).
Therecall period of the SF-36 used inthisstudy wasthe past 4 weeks.
The SF-36 hasbeenintensively validatedinmany countriesincluding
Singapore.**** Both English and Chineseversionsof the SF-36 were
validated in Singaporeans with schizophrenia.®

The psychiatric symptom checklist isdesigned for trained MSWs
to assess patients with schizophrenia for presence or absence of 22
psychiatric symptoms. These symptomsaremisery/low spirit, social
withdrawal, slowness in movement/activities, forgetfulness,
underactivity, over-dependence, unableto makedecisions, worrying
frequently, unusual fear, compulsive behaviours, delusions/
hallucinations, hyperactivity, unpredictability, irritability, rudeness/
inconsideration, verbal/physical violence, suicidal expressions/
behaviours, offensive/inappropriate sexual behaviours, heavy
drinking, lack of self-care, bodily aches/pains and odd behaviours.

Satistical Analysis

Multiple linear regression analysis with stepwise methods was
used to identify factorsthat predict caregiving experience measured
by the ECI. Thirty-ninevariableswerestudied using2multiplelinear
models, with the ECI negativetotal scoresand the ECI positivetotal
scoresbeing dependent variablesrespectively. Independent variables
covered socio-demographic, health-related and clinical characteristics
of thecaregiversand/or thepatients(Tablel). Amongthesevariables,
age, duration of caregiving, age of onset of schizophrenia, duration
of schizophrenia, number of psychiatric symptoms, expense on
psychiatrictherapiesand patients’ self-report health status(measured
by the SQL S and SF-36) weretreated as continuous variableswhile
the remaining as categorical variables. The criterion significance
levelsfor entry and removal of anindependent variablefor each step
of modellingwerechosentobe0.05and 0.10, respectively. Analyses
were performed with SPSS for Windows (version 11.5).

Results
Subject Characteristics

Caregivers. One hundred and fifty-nine eligible caregivers partici-
pated in the study. The mean (SD) age of the caregivers was 52.4
(14.1) years, with 58.5% being female. Fifty-two percent of the
caregivers were parents of patients and the mean (SD) duration of
caregivingwas 7.2 (6.9) years. Full socio-demographic characteris-
tics of the caregivers are shown in Table 1.

Fifty-six percent, 91.8% and 66.0% of the caregiversreported that
they received emotional or practical support from family/friends,
spiritual/traditional healersand medical professionals, respectively,
in the preceding 3 months. The mean (SD) ECI negative total and

1 Research Scholar, Department of Pharmacy, National University of Sngapore, Singapore

2Head of Department, Department of Medical Social Work, Institute of Mental Health
3Assistant Professor (surnames underlined)

Address of Correspondence: Ms Seng Boon Kheng, Department of Medical Social Work, Institute of Mental Health, 10 Buangkok View, Singapore 539747.

September 2003, Vol. 32 (Suppl) No. 5

A3

rEXTENDED ABSTRACTS '|



lEXTENDED ABSTRACTS J

National Healthcare Group Annual Scientific Congress 2003

TABLEI: LIST OF INDEPENDENT VARIABLES

TABLEII: SOCIO-DEMOGRAPHIC CHARACTERISTICSOF CAREGIVERS
AND PATIENTS

%, unless otherwise stated

Employment status of caregiver
Employment status of patient

Education level of caregiver
Education level of patient

Variable Category

Socio-demographicvariable
Ageof caregiver Continuous
Ageof patient Continuous
Gender of caregiver Male, female
Gender of patient Male, female
Ethnicity of caregiver Chinese, others
Marital status of caregiver Married, others
Marital status of patient Married, others
Caregiver-patient relationship Parent, others
Duration of caregiving Continuous

Employed, unemployed,
homemaker

Employed, unemployed,
homemaker

Primary, secondary, tertiary
Primary, secondary, tertiary

Survey language of caregiver English, Chinese
Survey language of patient English, Chinese
Support from family and friends* Yes, no
Support fromspiritual/traditional heal ers* Yes, no
Support from medical professionals* Yes, no
Health-relatedvariable
Caregiver’ schronic medical conditions Yes, no
Patient’ schronic medical conditions Yes, no
Psychosocial (SQLSscale) Continuous
Energy/ motivation (SQLSscale) Continuous
Symptomg/ side effects (SQLS scale) Continuous
Physical functioning (SF-36 scale) Continuous
Rolelimitation dueto physical problems Continuous
(SF-36 scale)
Bodily pain (SF-36 scale) Continuous
General health (SF-36 scale) Continuous
Vitality (SF-36 scale) Continuous
Social functioning (SF-36 scale) Continuous
Rolelimitation dueto emotional problems Continuous
(SF-36 scale)
Mental health (SF-36 scale) Continuous
Patient’ sclinical variable

Age of onset of schizophrenia Continuous
Duration of schizophrenia Continuous
Number of psychiatric symptoms Continuous
Recent admission in apsychiatric ward* Yes, no
Usageof typical antipsychiatrics* Yes, no
Usageof atypical antipsychiatrics* Yes, no
Usage of depot antipsychiatrics* Yes, no
Expense on psychiatric therapies* Continuous

* |n the preceding 3 months.

positive total scores were 77.6 (31.8) and 29.2 (9.8) points,
respectively.
Patients: Themean (SD) ageof the patients(n=159) was37.2 (10.8)
years, with 50.3% being femaleand 58.5% surveyed onthe sameday
whentheir caregiverswere surveyed. The mean (SD) age of onset of
schizophrenia was 29.2 (10.9) years. The majority of the patients
were unmarried (69.2%) and unemployed (64.2%). Full socio-
demographic characteristics of the patients are shown in Table 1.
In the preceding 3 months, 31.4% of the patients had been
admitted to a psychiatric ward; 86.8%, 28.3% and 57.2% was on
typical, atypical and depot antipsychotics, respectively. Themedian
(interquartile) expense on these therapies during the period was
$166.40 ($80.90, $360.50). At thetime of interview, the mean (SD)
number of psychiatric symptoms was 4.9 (3.2). Patients' SF-36
scoreswere substantially worse than Singaporean popul ation norms
(p <0.05 for all, one-sample t-tests, Table111).

Factors Influencing Negative Experience of Caregiving
The regression analysis for ECI negative total scores yielded 6
variables, indicating that thesefactorsinfluenced negativecaregiving

Caregiver (n=159) Patient (n=159)
Mean (SD) age, years 52.4(14.1) 37.2(10.8)
Femalegender 58.5 50.3
Ethnicity
Chinese 83.6 84.3
Malay 8.2 101
Indian/others 8.2 5.6
Education
Primary or lower 46.5 30.9
Secondary 45.3 56.5
Tertiary 8.2 12.6
Marital status
Single 182 69.2
Married 59.1 239
Divorced/separated/widowed 227 6.9
Employment status
Employed 47.8 10.0
Unemployed 11.3 64.2
Homemaker 40.9 25.8
Presence of chronic medical conditions 46.5 151
Survey language (English) 60.4 704
Relationship
Parent 51.6
Spouse 17.6
Sibling 17.6
Child/others 13.2
TABLEIII: PATIENTS SELF-REPORTHEALTH STATUS
Health status scale Mean (SD) Singaporean
populationnorms*
QLS
Psychosocial 37.8(21.1)
Energy/motivation 46.1 (16.3)
Symptoms/sideeffects 27.5(18.7)
SF-36
Physical functioning 74.1 (19.4) 83.9
Rolelimitations dueto physical problems 45.9 (40.8) 84.9
Bodily pain 76.8 (23.4) 81.12
General health 56.5 (21.5) 68.5
Vitality 54.8 (19.6) 63.4
Social functioning 65.6 (27.4) 76.3
Rolelimitations due to emotional problems 47.7 (42.9) 82.1
Mental health 58.9 (19.1) 725

Scoresfor all scalesrange from 0 to 100 (higher SQL S scores indicate worse quality
of lifel health status while higher SF-36 scoresindicate better health status and
functioning); * adjusted for age, gender, ethnicity and survey language (English/
Chinese)®®; p <0.001 for all unless otherwise specified; p = 0.023 (one-samplet-
tests);

experience. These factors and their relationships with negative
caregiving experience were: caregivers perceived support from
professionals, lower expense on psychiatric therapies and patients
being married, experiencinglesspsychiatric symptoms, worsemental
statusor lessrol elimitationsdueto physical problemswereassociated
withlessnegativecaregiving experience. Effect sizesof thesefactors
areshownin Table V.

Factors Influencing Positive Experience of Caregiving

The regression analysis for ECI positive total scores yielded 4
variables, indicating that thesefactorsinfluenced positivecaregiving
experience. These factors and their relationships with positive
caregiving experience were: caregivers perceived support from
family/friends, caregivers speaking English, patients’ recent
admissiontoapsychiatricward or experiencingmorerolelimitations
due to physical problems were associated with more positive
caregiving experience. Effect sizes of these factors are shown in
TableV.
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TABLEIV:EFFECT SIZESOF FACTORS SELECTED BY THE LINEAR MODEL
FORECI NEGATIVE TOTAL SCORES

Effect size (unstandardised) Pvaue
Total expenseson therapies® 0.02 <0.001
Number of psychiatric symptoms 2.79 0.001
Support from medical professionals* (yes) -12.28 0.012
SF-36 mental health scores 0.38 0.003
SF-36 role-physical scores -0.14 0.019
Patients’ marital status (married) -11.35 0.042

Adjusted R% 24.5%; * in the preceding 3 months.

TABLEV: EFFECT SIZESOF FACTORSSELECTED BY THE LINEAR
MODEL FOR ECI POSITIVE TOTAL SCORES

Effect size(unstandardised)  Pvalue
Support from family and friends (yes)* 3.83 0.015
Patients' admission in apsychiatric ward (yes)* 4.02 0.017
SF-36 role-physical scores -0.05 0.017
Caregivers' survey language (English) 3.56 0.028

Adjusted R2 9.7%; * in the preceding 3 months.

Discussion

Inthiscross-sectional study, weidentified avariety of factorsthat
may influence caregiving experiencein caregivers of apatient with
schizophrenia. To the best of our knowledge, thiswasthefirst study
with the aim to understand the experience of such caregivers in
Singapore.

Some findings in our study are consistent with those in the
literature. Wefound caregivers' self-perceived support wasassociated
with better caregiving experience. Previous studies have shown that
self-perceived support fromfamilyor professional s wasassociated
with less burden for caregivers of personswith mental disorders. In
addition, the observed relationship between patients' psychiatric
symptoms and negative caregiving experiencein our study hasbeen
areplicated finding in the literature.’6’

Ontheother hand, our findingthat patients’ worserolefunctioning
wasassoci ated withmorepositivecaregiving experienceiscontrasted
withapreviousfinding that poorer social functioning of patientswith
severemental disorderswasassociated with lesspositive caregiving
experience.’®

Inthisstudy, we also found factors of caregiving experiencethat,
tothebest of our knowledge, have not beenreported intheliterature.
Some of these new findings may reflect cultural differences in
perception of caregiving experiencebetweentheWest and Singapore.
For example, caregivers of married patients perceived less negative
caregiving experience in Singapore. Another exampleisthat higher
expense on psychiatric therapy was associated with more negative
caregiving experience, which may reflect thefact that many of these
Singaporean families were from lower socio-economic class.

Limitations of this study include recruiting subjects from only 1
medical centre, which may limit the generalisation of our findings.
Another limitation is that only English and Chinese-speaking
caregivers and patients were included in the study, as Maay and
Tamil versions of the ECI were not available.

Findings in our study, though preliminary, do justify further
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studiesintothosefactorsthat may influencecaregiving experiencein
Singapore. Oncethesefactorsandtheir rel ationshipswith caregiving
experience are clarified, health professionals may better help these
caregivers who play an important role in management of patients
with schizophrenia.

Acknowledgement
Thisstudy was conducted using aresearch grant fromthelnstitute
of Mental Health.

REFERENCES

1. Tucker C, Barker A, Gregoire A. Living with schizophrenia: caring for a
person with a severe mental illness. Soc Psychiatry Psychiatr Epidemiol 1998;
33:305-9.

2. MaglianoL, Fadden G, EconomouM, Held T, Xavier M, Guarneri M, et al. Family
burden and coping strategies in schizophrenia: 1-year follow-up data from the
BIOMED | study. Soc Psychiatry Psychiatr Epidemiol 2000; 35:109-15.

3. Tennakoon L, Fannon D, Doku V, O'Cedlaigh S, Soni W, Santamaria M, et a.
Experience of caregiving: relatives of people experiencing a first episode of
psychosis. Br J Psychiatry 2000; 177:529-33.

4. Martens L, Addington J. The psychological well-being of family members of
individual swith schizophrenia. Soc Psychiatry Psychiatr Epidemiol 2001; 36:128-
33.

5. SengBK, Luo N, Li SC. The psychological distressin caregivers of patientswith
schizophreniain Singapore. Proceedings of the NHG Annual Scientific Congress
2003, Singapore, October 4-5, 2003.

6. Szmukler GI, Burgess P, Herrman H, Benson A, Colusa S, Bloch S. Caring for
relativeswith seriousmental ilIness: thedevel opment of theExperienceof Caregiving
Inventory. Soc Psychiatry Psychiatr Epidemiol 1996; 31:137-48.

7. Wilkinson G, Hesdon B, Wild D, eta. Self-report quality of lifemeasurefor people
with schizophrenia: the SQL S. Br JPsychiatry 2000; 177:42-6.

8. WareJE, SnowKK, Kosinski M, etal. SF-36 Heal th Survey Manual and I nterpretation
Guide. Boston: The Health Institute, New England Medical Center, 1993.

9. Seng BK, Luo N, Thumboo J, Li SC. Validation of the Experience of Caregiving
Inventory (ECI) and the Burden Assessment Scale (BAS) in English Speaking
Caregivers of Patients with Schizophrenia. Proceedings of the 1% NHG Scientific
Congress, Singapore, August 17-18, 2002.

10. LuoN, SengBK,ThumbooJ, etal.Validationof Englishand Chineseversionsof the
SQLS, SF-36 and HUI3in patientswith schizophreniain Singapore. Value Health
2003; 6:360.

11. WareJE Jr, Gandek B. Overview of the SF-36 Health Survey and the International
Quality of Life Assessment (IQOLA) Project. JClin Epidemiol 1998; 51:903-12.

12. Thumboo J, Fong KY, Machin D, et a. A community-based study of scaling
assumptionsand construct validity of the English (UK) and Chinese (HK) SF-36in
Singapore. Qual Life Res2001; 10:175-88.

13. Thumboo J, Chan SP, Machin D, Soh CH, Feng PH, Boey ML, et a. Measuring
health-related quality of lifein Singapore: normal valuesfor theEnglishand Chinese
SF-36 Health Survey. Ann Acad Med Singapore 2002; 31:366-74.

14. Reinhard SC.Livingwithmental illness: effectsof professional support and personal
control on caregiver burden. Res Nurs Health 1994; 17:79-88.

15. Biegel DE, Milligan SE, Putnam PL, Song LY . Predictors of burden among lower
soci oeconomi c statuscaregiversof personswith chronicmental illness. Community
Ment Health J 1994; 30:473-94.

16. Baronet AM. Factors associated with caregiver burdenin menta illness: acritical
review of the research literature. Clin Psychol Rev 1999; 19:819-41.

17. Rosenheck R, Cramer J, Jurgis G, Perlick D, Xu W, Thomas J, et a. Clinical and
psychopharmacol ogicfactorsinfluencing family burdeninrefractory schizophrenia.
The Department of Veterans Affairs Cooperative Study Group on Clozapine in
Refractory Schizophrenia. JClin Psychiatry 2000; 61:671-6.

18. Harvey K, BurnsT, Fahy T, Manley C, Tattan T. Relatives of patientswith severe
psychoticillness: factors that influence appraisal of caregiving and psychological
distress. Soc Psychiatry Psychiatr Epidemiol 2001; 36:456-61.

45

rEXTENDED ABSTRACTS 'l



