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19.1 Social Support and the Stroke Patient

19.1.1 Social Support and Discharge Destination

Table 19.1.1Social Support and Discharge Destination

Author, Year
Country
PEDro Score

Gustafsson et a{2013)| Population: Stroke Patient Group (SPG, N=5); | 1.

Australia
Qualitative Study
No Score
TP®ea=NA
Nstar=5

Nen=5

Pohl et al(2013)
USA
Retrospective
No Score
TP®eanr=NA
Nstar=31910
Nen=31910

Timbeck et al(2013)
Canada
Retrospective

No Score
TP®ean=NA
Nstar=16

Nen~16

Obembe et al(2013)
Nigeria
PostTest

Methods

Mean age=65.4yr; Gender: Males=1, Females=¢
Carer Group (CG, N=5): Mean age=NA; Gender
Males=2, Females=3.

Intervention: Semistructured interviews with
stroke patient (SP)/carer dyads were conducted
1m after dischargerbm stroke rehabilitation to

enhance the understanding of this transitional | 2.

period.
Outcomes:Thematic analysis relating to the
transitional experience.

Population: Mean age=77+7.3yr; Gender: 1.

Males=43%, Females=57%.

Intervention: To determine whether functional
ability at admission and demographics predict
discharge placement after inpatient rehabilitatior
for older adults recovering from stroke.
Outcomes:Discharge placement.

Population: Participants had right brain damage | 1.

and visuospatial neglect deficits, or right brain
damage and no neglect. (n=10).
No neglect group (N=6): Mean age=76.10+11.7<

Gender:Males=3, Females=3; TPS=20.30+15.1" 2.

Visuospatial Neglect Group (N=10): Mean
Age=77.00+5.51yr; Gender: Males=6, Females=
Intervention: To evaluate the effect of
visuospatial neglect on functional outcome and
discharge destination in individuals wittghit brain
damage.

Outcomes:Rivermead Behavioural Inattention
Test; Functional Independence Measure (FIM);
Mini-Mental State Examination (MMSE); the Ber
Balance Scale (BBS); ChedbleMaster
Impairment Inventory.

Population:Mean age=58.3+7.8yr; Gender: 1.
Males=56, Females=34.

Qutcomes

Client experience

1 Preparation forhomé r e hab i
was okay"”

1 Personal experience of being home
“ist'a struggle”

1  Descriptions of home suppors
“supports and

Carer experience

1 Preparation of the SP for hordet h
purpose of rehab’

71 Descriptions of home life with the SF
“life is differei

T I'mportance of “1¢

Results from logistic regression analyses
showed thatadmission, FIM, age, and
marital status were significantly associate
with the likelihood of discharge to
residential care (p<0.001). The odds of
discharge to residential care was 5.8 time
greater for those who had an admission
FIM score lower than 60, @ times greater
for those who were above the mean age
77.7 years, and 1.9 times greater for thos
who were unmarried.

Admission and discharge FIM scores aver
statistically significantly different between
patients with and without visuospatial
neglect (p<0.05).

Results showed that a higher proportion (
patients with visuospatial neglect were
discharged to supportive housing.

as!

Community reintegration had a significant
correlation with age (r€.221, p=0.036),
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No Score
TP®ean=2.2+1.2yr
Nstar=90

Nen=90

Gustafsson et a(2014)

Qualitative

No Score
TP$|ean328.86d
Nstar=7

Nend=7

Tanwir etal. (2014)
Canada
Observational

No Score
TP®ean=NA
Nstar=268
Neng=268

Intervention: Stroke survivors attending the

physiotherapy clinics of selected hospitals were

assessed to determine the association of

community reintegration with motor function and

poststroke depression (PSD).

Outcomes:Motor Assessment Scale (MAS);
Hamilton Depresion Scale (HSD); Reintegration

Normal Living Index (RNLI).

Population:Mean age=61+13.9yr; Gender:
Males=3, Females=4.

Intervention: To investigate the experiences and

expectations of people with stroke, during
transition from hospital to home, after
participating in a novel inpatient outreach

program, entitled Stroke Rehabilitation Enhancir
and Guiding Transition Home (STRENGTH)

program.

Outcomes:Derivation of themes from interviews.
Population:Mean Age=NA; Gender: Male=137, | 1.

Female=131.
Intervention: Patients admitted for stroke

rehabilitation from 2011 to 2012 were included.
Outcomes:Functional Independence Measure
(FIM): motor, cognitive; Living situation prior to | 2.

stroke; Time from onset to admission in an
inpatient rehabilitation unit; Stroke etiology.

3.

1.

2.

3.

motor function (r=0.084, p=0.001), and P¢<
(r=0.373, p=0.006).

Age (p=0.016), motor function (p=0.000),
anddepression (p=0.008) were significan
predictors of community reintegration,
accounting for 41% of the variance in the
RNLI scores (p<0.001).

The first theme was
and described clier
therapy and the hospital environment.
The second theme we
what it was before’
adaptations and changing expectations tt
clients had before and after discharge.
Overall, the patients valued STRENGTH
felt that it better prepared them for their
discharge home.

Intermediate functioning patients
according to motor FIM scores had an
adjustedodds ratio of 2.48(95% CI 104
5.90) for discharge home compared to loy
functioning patients (p=0.04).

High functioning patients according to
motor FIM scores had an adjusted odds
ratio of 4.75(95% Cl 2.140.52) for
discharge home compared to low
functioning patients (p<0.01).

Patients who lived with a spouse, partner
or family member prior to their stroke had
an adjusted odds ratio of 4.07 (95% CI 2.
8.06) for discharge home compared to
patients who lived alone (p<0.01).
Intermediate functioning patiets
according to cognitive FIM scores had an
adjusted odds ratio of 2.88(95% CI 1.39
5.95) for discharge home compared to loy
functioning patients (p<0.01).

High functioning patients according to
cognitive FIM scores had an adjusted odc
ratio of 3.02(95% IC1.138.05) for
discharge home compared to low
functioning patients (p=0.03).

Younger patients <65yr had an adjusted
odds ratio of 2.80 (95% CI 1-092) for
discharge home compared with patients
>85yr (p=0.03).

No significant differences in discharge
destination were observed between
patients658 4 yr and =285yr
No significant differences in discharge
destination were observed between
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Stineman et al(2014)

USA
Longitudinal
No Score
TP®ean=NA
Nstar=6515
Nen=6515

Nanninga et al(2015)

Netherlands
Qualitative
No Score
TP&ean:NA
Nstar=33
Nen=33

Saji et al(2015)
Japan
Retrospective
No Score
TP&ean:NA
Nstar=1819
Nen=1819

Population: Derivation Cohort (N=3909);
Validation Cohort (N=2606). No other
demographic information was provided.

Intervention: To develop an index for establishin
the probability of being discharged home after

hospitalization for acute stroke.

Outcomes:Home discharge alive from the hospit

compared to other discharges (Ndrome

discharges included combined-frosptal death,
discharge to a notVA hospital, discharge to an
extended care facility, and discharge to another

location).

Population:Meanage=57.24+11.25yr; Gender:

unspecified.

Intervention: Qualitative research methodology
including indepth interviews with stroke survivor:
in the clinical, postlischarge and reintegration

phases of the rehabilitation process were
conducted to determine th

places at home and in the community.

1.

2.

3.

1.

survivor 2.
successfully restablish attachment to meaningft

Outcomes:Emerging themes in the clinical phas¢3.

post-discharge phase and the reintegration phas

Population:Mean age=73.7+10.4yr; Gender:

Males= 668, Females=593.

Intervention: To examine whether Functional
Independence Measure (FIM) scores on admiss
can predict future care levels of patients after

acute stroke.
Outcomes:Future LTCI care levels.

4.

1.

gender, time from onset to admission in &
inpatient rehabilitation unit, hemispheric
location and stroke etiology.

More than 85% of patients were discharg
home and 14.4% were discharged to othe
locations, which included 1.2% to a ndi\
hospital, 83% to an extended care facility
and 1.7% to a different location.
Achievement of physical grades IV and V
and cognitive stages Il and VI by final PV
assessment remained strong independer,
determinants of home discharge after
adjusting for 6 additionahdependently
predictive demographic and clinical factol
The probability of discharge home alive ir
the derivation cohort was 65.03% in the
group with sum scor
84.10% in the group with sum scores of 2
23 points, 9.36% in the group wigum
scores of 2426 points and 98.24% in the
groups with sum scc
Participants longed for recovery and
domesticplaces in the clinical phase, for
pre-stroke activities and the roles in the
post-discharge phase, for recognition and
sense of belonging in the reintegration
phase.

The participant’s s
the spatial and social contexts of their
homes had remained the same.

The spatial score became smaller in both
social and a geographical sense.

It was difficult to achieve a feeling of being
at home in their bodies and own living
environment again.

The complexities that needed to be dealt
with to engage with the outside world,
turned participants unintentionally inwards
In particular, family members of
participants with cognitive problems,
longed for support and recognition in
dealing with the changed personality of
their spouses.

A total of 984 patients (78%) were
discharged home, 42% of which were
assessedamRS @2, and 39% were
certified with Long Term Care Insurance
(LTCI) care levels®.

Patients who were discharged home wert
assessed as mRL and LTCI care leveld
They were more likely to be younger, mal
have higher FI scores on admission, greg
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FIM gain during admission, and higher FI
gain per day. There were no significant
differences between stroke subgroups.
3. Multivariable analges showed that age
(OR=0.96, 95%Cl: 0:898) and FIM score
(OR=1.06, 95%Cl: 10507) were
significant, independent predictors of LTC
care levels @, after adjusting for sex,
stroke subtypes, and other risk factors.

19.1.2 Social Support and Functional Status

Table 19.1.2 Social Support and Functional Status

Author, Year
Country
PEDro Score
Glass and Maddox
(1992)
USA
No Score

Glass et al(1993)
USA
No Score

Colantonio et al(1993)
USA
No Score

Knapp & Hewison

Methods Outcomes

This study was an inception cohort design of 64| 46 patients completed the study. Emotional,
stroke patients examining various types of instrumental and informational supports were
supportive action in promoting functional significantly related to functional capacity
independence. Patients were excluded if they hg recovery; however, the effect of each support
a significant history of heart disease or did not | was differat. The impact of social support doe
receive rapid medical &ntion after onset of not appear during the first month of stroke;
symptoms (<24 hours). Severity of stroke was | however, those who received emotional suppt
assessed using the Oxbury Level of Consciousrn demonstrated a dramatic improvement despit:
(LOC) Scale and functional independence having the lowest baseline functional status.
measured by the Barthel Index. Social support | Instrumental support is most closelglated to
received was assessed using the Inventory of S( positive outcomes when provided in moderate
Qupportive Behaviour (ISSB). Patients were amounts. Instrumental support appears to be
followed for 6 months. mediated by disease severity.

Prospective cohort study of 46 patients examinir Patients with more severe stroke and the larg
the impact of social support on outcomes after a amount of social support attained an average
first stroke. Patients were divided into two group| Barthel Index that was 65% higher than the
according to their level of severity and level of | groups reporting the least support. High levels
social support received (low, medium and high).| of social support wex associated with faster
The Bathel Index measured changes in functioni and more extensive recovery of functional
status. status after stroke.

Assessment results of 87 community dwelling | Individuals with more social networks
survivors of first stroke over the age of 65 who | (measured via the social networks index)
were part of the Yale Health and Aging Project | demonstrated fewer physical limitations 6

survey were examined to determine the weeks post discharge from hospital (p<0.05).
relationship between premorbid psychosocial | Linear regression analysis revealed social

factors and post stroke outcomeg physical network to be a significant predictor of physice
function and institutionalization. function 6 weeks post stroke (p=0.01). Social

network was also significantly related to risk o
institutionalization (p<0.05).

Prospective study of 30 hospitalized stroke Prestroke support availability was correlated

(1998) survivors followed for 6 months and assessed by with measures of anxiety and depression. Mot

UK The Hospital Anxiety and Depression Scale and|was not correlated with ratings of satisfaction

No Score Interview Schedule for Social Interaction. The | with support. Stroke survivors became isolate
Barthellndex measured functional independence from social networks.
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TsounaHadijis et al.
(2000)

Greece

No Score

Jaglal et al(2013)
Canada

PrePost
No Score
TP&ean:NA
Nstar=213
Nens=186

43 stroke patients were assessed repeatedly (at
& 6 months) following onset of first ever stroke.
Results from the Family Social Support Scale
assessmet were used to classify patients into tw
groups: high vs. moderate/low family support.
Between group differences were examined in
terms of changes in functional status,
psychological /depression status and social stat

Population: Single site (N=104): Mean
age=unspecified; Gender: Males=32, Females=]
Missing=2. Multisite (N=109): Mean
age=unspecified; Gender: Males=20, Females=i
Missing=1.

Intervention: Two telehealth models were used t
examine whether a telehealth chronic disease s
management program (CDSMP) would lead to
improvements in seléfficacy, health behaviors,
and health status for chronically ill adults living i
Northern Ontario: (1) sigle site, groups formed by
participants at one telehealth site, and (2) muilti
site, participants linked from multiple sites to fort
one telehealth group, as a strategy to increase
access to the intervention for individuals living in
rural and remote commuities. Assessments were
conducted at baseline, and at 4m.
Outcomes:Seltefficacy; Health Behavior; Health
Status.

All patients made significant fictional gains
over time (p=0.001). A significant interaction
was identified between functional status,
support & time (p=0.019) such that patients
who received more family support improved
more over time than those who received less
support. Patients redging more support were
less depressed than those receiving
moderate/low family support (p=0.002). Socia
status (general mood & social involvement) w.
higher in patients receiving more support
(p=0.001). No significant interactions were
identified between depression, social support
and time or social status, social support and
time. Stroke severity was significantly associa
with all rehabilitation variables: functional
status (p=0.021), depression status (p=0.001)
and social status (p=0.002). High |kvef
instrumental support had a positive effect on
functional status and social status at all
assessments (p<0.05), but had a significant
impact on depression at only the first month
assessment. High levels of emotional support
had a positive & significaimpact on
depression and social status at 1 &fnth
assessments (p<0.05) and on functional statu
3 & 6 month assessments (p<0.05).

1. Intotal, 71 (31.5%) participants attended
all sessions, 158 (70.2%) attended 4 or
more sessions, and 20 (8.9%) dropped o
of the program Of the enrolled
participant, 186 (87%) completed the 4m
follow-up telephone questionnaires.

2. The teleCDSMP intervention significantly
improved seHefficacy (p=0.01), all health
behaviors (stretching and strengthening:
p<0.001; aerobic exercise: p<0.001;
cognitive symptom management: p<0.00
communication with physicians: p<0.001
and the majority of health status
subsections (social role function: p=0.01!
psychological welbeing: p=0.001;
energy/fatigue: p=0.04; health distress:
p<0.001; selreported health: p=0.004)
but not disability (p=0.083) and
pain/physical discomfort (p=0.191) from
baseline to 4mo.

3. There was no significant difference
between the two groups regarding the
change in improvement on any of the
outcomes measured.
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Hill et al (2014)
USA
Observational

No Score
TPSiear=72+58.8n0
Nstari=50

Nen49

COPM scores above the median were
significantly associated with greater hanc
sensation on the TT (p<0.05).

COPM scores below the median were nc
significantly associated with greater hanc
sersation on the TT (p=0.97).

TT scores did not reveal a significant
relationship between both groups
(above/below median COPM score) and
specific hand testing location (p=0.14);
indicating COPM scores and sensation o
specific hand testing locations were not
associated.

4. COPM Performance and Satisfaction
subtest scores were significantly correlat
(p<0.0001) within the sample.

Population:Intervention Group (N=49): Mean 1.
age=59.67+13.14yr; Gender: Male=31, Female=
Intervention: Patients who had returned to
community living completed two sets of 2.
assessments to investigate the relationship
between touch sensation and performance in
valued activities. The assessments were condud 3.
once only.

Outcomes:Canadian Occupational Perfoamce
Measure (COPM: Performance, Satisfaction);
Touch Test (TT).

19.1.3 Social Support and Quality of Life

Table 19.1.3Bocial Support and Quality of Life

Author, Year
Country
PEDro Score
King,(1996)
USA
No Score

Wyller et al.(1998)
Norway

No Score

Kim et al(1999)
Canada
No Score

Methods Outcomes

86 community dwelling stroke survivors who had | Quality of life scores overall wemmparable to

experienced a stroke 1 to 3 years prior to those for the comparison group. General life

assessment. Participants had no previous satisfaction was reported to be moderate.

psychiatric history and had no communicative or | Social support was identified as a predictor of

cognitive impairment that would prevent their overall quality of life and of the 4 domains

participation. A comparison gup was drawn via a | identified within the QLI (health and functionin

random sample from the telephone book. socicecommic, psychological and family).

Participants were assessed using the Ferrans an:

Powers Quality of Life Index (QLI), FIM, estimate:

motor impairment, CE® and SSE (perceived soci

support)

1417 stroke survivors and 1439 reference subjeci Stroke survivors reported lower subjective

were assessed via the Nefidondelag population | wellbeing than comparison subjects of a simili

health survey. This survégcluded items to assess| age (p=0.0004). Linear regression revealed th

subjective well being (SWB). presence of stroke, gender, age, perceived
health, nervousnes, sleep problems, help and
support as needed and loneliness explained
50.3% of variance in SWB.

Assessed 50 community dwelling stroke survivord Multiple regression analysis revealed that

to 3 years pet discharge from rehabilitation. marital status, quality of social support and 1A

Survivors included had no aphasia, psychiatric | status (assessed via the Frenchtivities

illness or cognitive impairment. Assessment Inventory) were significant predictors of QOL

included Ferrans and Powers Quality of Life Inde] accounting for 60.1% of variance in QLI.

(QLI), FIM, Frenchay Activities Inventory, Social | Depression and quality of social support were

Support Inventory for Stroke 8tivors, Perceived | stronger predictors of quality of life than

Health Status question, CiE8and collection of functional status.

demographic variables.
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Gottlieb et al.(2001)
Israel
No Score

MacKenziend

Chang{(2002)
China

No Score

Clarke et al(2002)
Canada
No Score

Jaracz et a2003)
Poland
No Score

Haslam et al(2008)
UK
No Score

Doble et al(2009)
Canada
No Score

100 stroke patients living in the community were | Social support as meaxd on the TelAviv
assessed using a pestroke impairment rating Social Support Scale was reported to have a
scale, FIM, the London Handicap Scale, the Life | significant, positive association with both
Satisfaction Index, the Télviv Social Support handicap (r=0.41; p<0.01) and quality of life
instrumert, and the Perceived Stress Scale. (r=0.45; p<0.01). No significant relationship w
Information regarding education and socioeconor demonstrated between social support and
status was collected and depression was assess¢ impairment (mpairment rating scale) or
according to DSMV criteria. The mean interval | disability (FIM score). On regression analysis,
between stroke event and assessment was15 | social support was demonstrated to be a
months. significant independent predictor of quality of
life (p<0.01).
215 stroke patients with neither depression or | At 3 months, quality of life, as measured on th
cognitive impairment and the ability to SIP, was associated with functional ability,
communicate with the interviewer, admitted to | satisfaction with social support and number of
rehabilitation were assessed after 48 hours, 2 we, support persons available to the patien
and at 3 months via Sickness ImpReofile (used as
QoL measure), modified BI, Social Support
Questionnaire
282 community dwelling stroke survivors without | Survivors reporting adequate social support
significant cognitive impairment and 4524 were less likely to reportegative effects on
community dwelling seniors (without stroke) were wellbeing (defined as environmental mastery,
included as part of the Canadian Study of Health| positive relations, and selcceptance). Size of
and Aging. Survey included Ryff measure of well | the social network was positively related to
being, MMSE, demogpdic items, general health | aspects of wellbeing (positive relations and
status, a measure of ADLjtém measure of IADL, | personal growth).
item re: size of and satisfaction with social
networks, 5 questions from mental health
component of SF36.
72 community-dwelling stroke survivors (6 month| Quality of life was significantly lower for the
post stroke) and 110 ABihdependent, community | stroke survivor groups than for the comparisol
dwelling elderly (comparison group) were assessi group. Three variables were identified as
using the Ferrans and Powers QLO scale, the | predictors of quality of life: emotional support,
Scandinavian Stroke Impact Scale, the Barthel In| depression and functional status. This model
the QLI emotional support item, and the Zung | accounted for 38% of the variance in quality o
depression scale. life scores.
The relationship between subjective wdleing and | Multiple pre-stroke memberships (group listing
# of group memberships & sustained group and grap affiliation ratings) was associated
membership following stroke was examined in 53 with greater life satisfaction positroke (r=0.27,
individuals (mean 8.6 months post stroke). p<0.05), but was not related to chronic stress.
Assessments included # of group memberships, | Maintenance of memberships was positively
ratings of group affiliationgExeter Identity correlated with life satisfaction (r=0.47, p<0.0]
Transition ScaleEXITS extend of participation, | and negatively with chnaic stress (r<).44,
maintenance of membership, new group p<0.01). Wetbeing was not associated with
affiliations), Cognitive Failures Questionnaire (CF new group membership. Perceived cognitive
Life satisfaction and chronic stress. failures were negatively associated with life
satisfaction (r=0.36, p<0.05) & maintaining
group memberships (8.30, p<0.05) and
positively associad with chronic stress (r=0.2¢
p=0.06).
54 individuals with stroke were grouped accordin( 64.8% of participants indicated that they were
to their perceived s at |satisfiedwith how they spend theirtime. Ther
is, their participation in whatever activities they | were no significant differences between the
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choose). Between group differences in social satisfied and dissatisfied groups in terms of

support (MOS Social Support Scale) and depress emotional/informationalor tangible support

(Geratric Depression ScaleGDS) were examined. received. However, there were significant
differences identified for affectional support
(p<0.01) and positive social interactions (that
having someone to do something enjoyable w
—p<0.01). Patients who were not satisfied witl
participation endorsed more depression
symptoms on the GDS (p=0.05tems that
differentiated groups
feeling “bored” and *“

Hilari et al.(2010) 87 individuals with first stroke were assessed at | At study entry, stroke severity was a significar
UK baseline (while still in acute care), 3 months and ( predictor of distress on logistic regression
No Score months post stroke. Psychological distress was | (p<0.01); however, age, and loneliness were ¢
assessed using the GHRQ. Other assessments | significantly correlated with distress. At three
included NIHSS (severity), Bl, Frenchay Aphasia| months, low social suppoxtas predictive of
Seeening Test (FAST), Frenchay Activities Index| distress on regression (significant correlations
MOS Social Support Scale and social network | included severity, presence of aphasia,
indicators. Logistic regression was used to identif, functional dependence, loneliness, low
factors associated with distress at each assessm( satisfaction with social network and low
point. In addition, prediction of distress at 6 montl perceived social support). At 6 months, variab
wasexamined using baseline variables. significantly corréated with distress were
severity, functional dependence, loneliness, Ic
satisfaction with social network and low
perceived social support. Logistic regression
revealed that both loneliness and low
satisfaction with social networks were
significant preditors of distress while the mode
including all variables accounted for 51%
variance in distress. Baseline variables
significantly correlated with distress at 6 mont
were psychological distress (at baseline),
loneliness and low satisfaction with social
networks. On regression, all three of these
variables were significant predictors ofnonth

distress.
Huang et al(2010) | 102 individuals with stroke completed interviews { The receipt of tangible support was identified
Taiwan a sirgle time point during which social support | a partial mediator in the relationship between
No Score (Social Support Inventory), depression (CBS functional ability and depression. (p=0.02). In

physical function (BI), extended activities of daily | addition, tangible support was identified as a
living (LawtorlADL) and quality of life (quality of li| significant mediator in the relationship betwee
index) were assessed. Regression analyses werg age & functiorand mental/physical quality of
used toexamine mediating roles of social support| life.

(emotional, information and tangible) on study

outcomes of depression, function and quality of Ii

Haley et al(2009) 136 individuals with incident stroke and 136 Individuals with stroke demonstrated a-co
USA matched strokefree control participants complete( variate adjusted decreased of 1.97 points on t
No Score the SF12 and CE® at baseline and 1,231 days | mental component summary(MCS) score of tt

later. Between group differences in change score| SF12, whereas controls demonstrated an
were examined using multiple linear regression. |adjusted increase of 1.01 p(6=8.18, p=0.005).
Covariates usethcluded age, gender, race, incom On the PCS, stroke participants showed an
living alone. adjusted decrease of 6.43 points, while the
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control group showed an adjusted decrease o
2.18 points (F=12.87, p=0.0004). Living alone
was associated with greater increases in
depressive symptontalogy than living with
carers or family members.
Baumann et. a{2012) | A retrospective chart audit was performed on all | Life satisfaction was positively correlated with
Luxembourg stroke patients admitted to hospitals in scores of quality of life in the domains of
No Score Luxembourg94 individuals consented to have the| feelings, sleep, emotion, cognition, and pain
hospital charts audited and to participate in face t (r=0.20.31)
face interviews along with 62 caregivers.
Participants and caregivers completed
questionnaires on their life satisfaction, quality of
life, and demographic charagtistics.

Kubina et al(2013) | Population:Mean age=58yr; Gender: Males=3, |1. “Soci al connection’

Canada Females=3. appeared b operate simultaneously as
Qualitative Intervention; Community dwelling individuals participants resumed their occupations
No Score recovering from their first stroke were interviewed following stroke.
TP®ear>6mo at6,9, 12, 18 and 24m postroke to explore the | 2. Social connection had several dimension
Nstar=6 process of reengagement in personally valued bel onging, reciproc
Nend=6 activities that would be helpful to those designing and support.
interventions to address participation postroke. | 3. Being in charge was described as: being
Outcomes:Themes of reengagement in valued charge of the activity, beinigp charge of
activities. activity adaptations, and being in charge

the reassessment of activity priorities.

4. Both themes led to activity engagement
and risk taking to test abilities. These led
lowering of current expectations and
activity adaptation which suppoetl hope
for recovery and further testing. Difficultie
perceived to be related to ageing led to
disengagement.

Shao et al(2014) Population: Mean age=70.29+7.64yr; Gender: 1. Physical functioning, optimisrand social

China Males=128, Females=86. support were significantly related to

Observational Intervention: Data from communitydwelling older subjective welbeing (all p<0.05).

No Score stroke survivors was analyzed to examine the rol{ 2.  Physical functioning, optimism, and socie

TP®ean=7.66+6.20yr | of meaning in life as a mediator for the relationshi support were significantly correlated with

Nstar=214 of physical functioning, socialipport, and meaning of life, as well as between

Neng=214 optimism with weltbeing. meaning of life and subjective weiking
Outcomes:Functional Independence Measure (all p<0.05).
(FIM); Chinese version of the Revised Life 3. Using Structural Equation Modeling (SEN
Orientation Test (LOT; measuring optimism); for analysis of the data, the standardized
Chinese version of the Social Support Questionn; path coefficient of physical functioning in
for Transactions (SS; measuringiabsupport); the model was 0.20 (p<0.001) and social
Meaning of Life Scale (measuring: will to meaning support to meaning in life was 0.31
(WM), existential vacuum (EV), life purpose (LP), (p<0.001), whereas that for optimism to
control (LC), suffer acceptance (SA), death meanig in life was 0.55 (p<0.001).
acceptance (DA)); Subjective Wedling 4. This indicates that meaning of life
Questionnaire (SWB). mediates relationship of physical

functioning, social support, and optimism
with subjective wekbeing. The life phase
of patients is also an important factors in
influencing subjective webeing.
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Johansson et al. Population: Age range=688yr; Gender: Males=7,| 1. Living with the effects of a stroke had nof

(2014) Females=10. affected the relationship with the animal.

Sweden Intervention: Structured individual interviews were On the contrary, the presence of the

Qualitative performed on stroke individuals to explore older animal companion motivated the stroke

No Score people’s experience of patients to recovery physically and

TP Slean=2yr animals after stroke, and their life situation with tt psychologically after the stroke.

Nstar=17 animals in relation to the physical, psychological,| 2. Participants indicatethat animals could

Nen=17 and social aspes of recovery after stroke. show them warmer feelings than close
Outcomes:Overarching themes regarding the friends. This relationship was explained ¢
contribution of animal companion to the meaning “someone to care f¢

of life. 3. The animals were seen as family membe
and the participants talked about their
personalities and behavior.
4. Animak were also perceived as providers
of safety and protection when the family |

not at home.

Kristensen et al Population: Mean age=69yr; Gender: Males=25, | 1. Independence in personal ADL (PADL) a
(2014) Females=16. instrumental ADL (IADL) was maintained
Denmark Intervention: Activities of daily living interviews the majority of patients both during
Observational (ADLI) were administered to mild stroke patients i hospitalization and after discharge.
No Score hospital and 1m after discharge. The last 8 2. During PADL, patients independently
TPSear=NA interviews (1m after discharge) were extended wi overcame difficulties using alteative
Nstar=41 semistructured interviews (SSIs) lasting no more strategies such as assistive devices, by
Nen=41 than 30min. spending more time on the activities

Outcomes: Activities of Daily Living. and/or through experiencing fatigue.

3. Some participants faced difficulties while
performing IADL (especially household
activities), which were overcome with
increased fatjue.

4. 3 main themes and 7 subthemes arose
from the semistructured interviews
concerning subjective experiences while
attempting to resume everyday life.

1 Occupational balance

A Some participants found they
would be able to maintain ordinary
occupational balace but with
challenging occupations in the
future.

A Others found that ongoing
adjustments had to be made in
their expectations and planning of
the future.

1 Adaption

A Some participants had less energ)
and because of this were forced tc
adapt to their poststroke condition
which included managing demand
that challenged the structure of
their daily lives.

1 Emotional reactions
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A Difficulty coping with fatigue and
physical limitations, worry of havin
a serious medical condition, and
the risk of a new stroke all
contributed to feelings of anxiety
and uncertainty of the future.

A Priorities of health/ wellbeing and
family/ friends became more
important after the stroke.

19.1.4 Social Support Interventions

19.1.4.1 Social Work Interventions

Table 19.1.4.1Social Work Interventions

Author, Year
Country
PEDro Score

Methods Outcomes

Christie and Weigall| 213 stroke survivors, 2 years post stroke, were| At the end of treatment, there was no difference

(1984)
Australia
5 (RCT)

Towle et al(1989)
UK
7 (RCT)

randomised allocated to treatment group and | between groups in terms of activiipdependence
control groups. 110 of the 213 participating scores. There was a neignificant trend toward
individuals received cliententred social work | increased mortality in the control group. Overall,
intervention consisting of 7 planned contacts | while there was no evidence that thetervention
over a 12month period. Bch contact included al altered use of community or acute care health
home visit of approximately 1 hour duration, | resources, it may have had therapeutic effects fol
follow-up actions and a phone call to the patien individual stroke patients. More than 70% of

to discuss the outcome. Outcomes included | patients expressed satisfaction with the range an
death, independence in ADLs (assessed via a | quality of the intervention.

study-specific tool) and reported use of health &

community resources.

44 stroke patients suffering from depression | The intervention and control groups did not differ
were allocated to either a treatment or control | with regard to level of social independence or soc
group. Both groups received information booklg activity. Social work intervention was nassociated
containing information ofnterest to stroke with increased use of community services or aids
patients and their families. In addition to this, th received. Information contained in the booklets
treatment group received visits from a social | distributed to both groups may have contributed t
worker twice a week for up to 16 weeks. The |change in both groups and minimized group
social worker provided counselling and additior differences.

information regarding services and benefis

required by participants. Participants in both

groups were assessed at baseline, 8 weeks an

weeks.
Anderson and Population Mean age=58.22+3.49yr; Gender: | 1. Participans all noted that they lost confidenc
Whitfield (2013) Males=6, Females=3. and at times were unsure how they might
Canada Intervention: Individual interviews were cope in commonplace situations. All stresse:
Qualitative conducted on survivors of stroke to understand they were motivated to do what they could tc
No Score the ways in which family, social, and communit recover but were often unsure how to proces
TP&ea=NA resources might enhan or were forced to wait for assessment or
Nstar=9 participation in personally meaningful activities therapy and in the process lost their
Nend=9 over the long term.
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Outcomes Themes that identify how
environments and relationships influence actior

confidence in their ability to participate in the
ordinary prestroke activities.

Participants noted they were surprised by hc
interactions with other people changed after
stroke and that they believed they were
vulnerable to any rejection of their goals,
because they did not have the resources or
position to confront
assessments.

All stroke survivors found that stroke

i mpairments and othe
of their impairments made it difficulto gain
control as they had prestrike.

Participants were unable to position their
goals as a priority because they felt the
rehabilitation professionals lacked to
recognize their goals (i.e. returning back to
work or other longterm complex activities).
Participants discovered that impairments
made it difficult to make their case or the
other person in the interaction did not take
them seriously as they might have prestrike.
most cases, emotional and practical support
received from someone allowed theta
increase their control.

Participants stressed that they were constan
fighting stereotypes about what people with
stroke could do and a general stigma of stro
disability.

19.1.4.2 Specialized Social Support Network Interventions

Table 19.1.4.2. Specialized Social Network Interventions

Author, Year
Country
PEDro Score

Methods

Outcomes

Friedland and McColl | 88 patients randomized to receive either | There were no significant between group differences

(1992)
Canada
5 (RCT)

Social Support Intervention (SSI) program reported on social support scores at time 2 or at time
-12 sessions that involved the subjects | 3. However, individuals in thieeatment group did
and/or members of their supportive report more support on 3 individual items from the
system) or to receive no specific ISEL. There were also no significant between group
intervention (although they were free to | differences reported on the GHEB or SIP at either
engage in any supptive relationships or |time 2 or 3.

groups available to them). Social support
was assessed using the Social Support
Inventory for Stroke Survivors (SSISS) an
the Interpersonal Support Evaluation List
(ISEL). Additional assessments included t
GHQ28, and the SIP. Assements were
conducted at baseline (time 1), at the end
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Glasst al(2004)
USA
7 (RCT)

Ertel et al.(2007)
USA
7 (RCT)

Tregea et al(2013)

of treatment (time 2) and 3 months post

treatment (time 3). .

291 stroke patients were randomized, Using intentionto-treat analysis, there was no

within 28 days of the stroke event, to significant difference (p=0.56) between groups in ter
receive either usual care or a psychosocig of functional recovery as measured by the Barthel
intervention (PSI). Usual care consisted o/ Index (the primary study outcomeHowever, more
provision of standard educational materia| than 40% of patients reported maximum scores on t|
regarding stroke recovgr The PSI consiste Bl by 6 months. Subgroup analysis demonstrated th
of up to 16 home sessions over a period ¢ PSI was more effective for patients with the fewer

6 months conducted by a mental health |depressive symptoms (p=0.03) and better cognitive
worker (psychologist or social worker). Th function (p=0.08).

intervention focussed on 4 domains of

challenge in families after stroke:

informational, social, emotional and

behavioural and was supervised by a

consulting psychologist. Where possible

sessions included 't

support system (e.g. survivor, primary car

family friends, and professional caregivers

Outcomes (BI, OARBDL, Physical

Performance T&t, global cognition) were

assessed at 6 months post randomization

FIRST study (Glass et al. 2004) subgroup Overall, the authors identified a trend such that the
analyses defined by the following variable intervention tended tobe associated with improved
(assessed at study baseline): age, sex, | outcome in individuals who were healthier (less seve
education, social network size, depressivg stroke, fewer comorbid conditions, nefnail).

symptoms MMSE, NIHSS scores, Assignment to the psychosocial intervention was
rehabilitation days, canorbid conditions, | associated with better cognition in individuals with le
frailty. Possible mediators of treatment | severe stroke (NIHSS5; p=0. 05), be
effect were also assessed (efficacy, socia ADL scores and physical performance in-frail
support and social networks). individuals (p<0.01 and p=0.02, respectively) and in

those with 3 or fewer canorbid conditions (p=0.01
and 0.04, respectively). In addition, in non frail
individuals and tbse without possible depression,
intervention vs. usual care was associated with
reduction in risk for mortality. However, for frail or
depressed individuals there was an increased risk
associated with intervention.

Population:People with Aphasia (N=19): |1. Themes such as friendship, informality, a

Australia Mean age=64.8+12.9yr; Gender: supportive communicatioenvironment, providing
Qualitative unspecified. Family Members (N=7): Mea support and practical considerations for the timir
No Score age=58.3+9.0yr; Gender: unspecified. and location of meeting.
TPSiean=4.8+3.5yr Intervention: Data from people with 2. Factors that facilitated peer leaders to start and
Nstar=26 aphasia and family members was collecte run groups included information support, practic;
Nend=26 via participant observation, focus group support, attracting new members, time and
discussion, individual interviews and writte organization and particular personal qualities.
artefacts to umerstand and interpret the
functioning of peefled aphasia support
groups in the community.
Outcomes:Themes important for the
successful functioning of a petad aphasia
support group.
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Brown et al (2014)
Canada
Prospective Cohort
No Score
TPSs44t14d
TPSre+61+38d
Nstar=61

Nen=61

Population:Fitness Group (FG, N=35): |1. There were naignificant grougby-time

Mean age=65+13yGender: Males=24, interaction effects for PASIPD scores (p=0.50) ¢
Females=11. Nofitness Group (NFG, rates of adherence to ACSM guidelines with or
N=26): Mean age=66x13yr; Gender: without walking (p=0.46; p=0.13).

Males=16, Females=10. 2. There were no significant differences in PASIPL
Intervention: 35 participants underwent a scores (p=0.18) or rates of adherence to ACSM
standardized aerobic fithess program duri guidelnes with or without walking (p=0.89;
inpatient rehabilitation, while 26 did not. p=0.81) between groups for all time points
During the 6m aftr discharge, further combined.

engagement in physical activity was 3. There was no significant correlation between
assessed. volume of activity performed in the fitness
Outcomes:The Physical Activity Scale for program and PA33 =Q18s c ¢
Individuals with Physical Disabilities 4. There was no significant increaiin the likelihood
(PASIPD); Adherence to the American of adherence to ACSM guidelines with increase
College of Sports Medicine (ACSM) volume of exercise during the fithess program. |
guidelines. every 1 unit increase in exercise volume, the od

ratio (OR) for adherence to ACSM guidelines wi
walking was 1.00 (p=0.97), and withtomalking
the OR was 0.98 (p=0.62).

19.1.4.3 Day Services

Table 19.1.4.DayServices

Author, Year
Country
PEDro Score
Corr et al.
(2004)
UK
6 (RCT)

Methods Outcomes

26 patients referred to the Cardiff Day Service Assessment at 6 months demonstrated a
were randomly allocated to group A (attend | significant difference in SF36 physical

service immediately for 6 months and then no| functioning scores (p=0.04) such that patients
attend for 6 months; n=14) or group B (attend| group B (late attendance) had higher physical
service for 6 months after not attending for 6 | functioning. There were no other significant
months; n=12) in a crosaver design. The between group differences on any of the othel
service was designed to provide access to | measures. Before and after treatment
recreational and leisure activities as well as to assessments for group A demonstrated an
help stroke survivors identify and pursue increase in ability to carry out occupations
opportunities within the community. All (p=0.05) and increased satisfaction with
participants were assessed at baseline, 6 performance (p=0.03) on the COPM. There w:
months and again at 1 y& using the Extended | a trend toward increased regular leisure

ADL scale, the Nottingham Leisure activities (p=0.085) though not in number of
Questionnaire, SB6 and the hospital Anxiety | activities.
and Depression Scale. For Group B, no change was identified over th

control phase. The inteention phase was
associated with increased number of leisure
activities (p=0.028).

HartmanMaeir et al. Population: Group 1 (N=27): Mean 1. Thecomparison between activity levels,
(2007) age=61.59+7.38yr; Gender: Males=15, before and after participation in the
Israel Females=12. Group 2 (N=56): Mean program revealed a significant

PCT age=57.7+11.6yr; Gender: Males=42, improvement in participation in all areas |
No Score Females=14. the ACS (p=0.000).

TP Sroup=35.20£40.30mo| Intervention: The study population consisted g 2. Group 1 had a significantly lower HM
TPSroup=11.67+2.58mo | two groups of stroke survivors that received motor score compared to group 2
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Nstar=83
Nen=83

inpatientrehabilitation in postacute phase, anc
were currently residing in the community. The
first group (group 1) comprised of participants
an ongoing, communitpased rehabilitation
program. The second group (group 2) compric
of participants currently livig at home and not
participating in any ongoing rehabilitation
program.

Outcomes:Functional Independence Measure
(FIM: ADL measure); Activity Card Sort (ACS:
leisure participation); Lif&atisfaction
Questionnaire (LiS&); Stroke Impact Scale
(SIS).

(p=0.004) wholghe LiSat9 * Li f e
whol e’ and ‘1l eisurc¢
significantly higher in group 1 compared |
group 2 (p=0.01; p=0.03).

19.1.4.4 Home -Based Support and Care Management

Table 19.1.4.4HomeBased Support and Care Management

Author, Year
Country
PEDro Score
Forster and Young
(1996)
UK
6 (RCT)

Dennis et al(1997)
Scotland
8 (RCT)

Mant et al.(2000)
UK
8 (RCT)

Methods Outcomes
240 community dwelling stroke survivors with ney Overall, no difference betwen groups was
stroke (either prior to discharge or within 6 weeks demonstrated with regard to social activities,
of acute stroke event) and over the age of 60. | perceived wellbeing or physical abilities. Both
Participants were randomised to receive usual ca intervention and control groups demonstrated
or usual care plus visits over 12 months from increased social activity and improved physic
specializechurses who would provide information, functioning over the 1Znonth period. In a
advice and support. A minimum of 6 visits was to| subgroup ofmildly disabled patients (BI=15
occur during the first 6 months following 19), participation in the intervention was
randomisation. Patients were assessed at 3, 6 an associated with increased social activity (FAI
12 months. Caregiver stress was also assessed. | score) at 3 (p=0.04), 6 (p=0.03) and 12 month
(p=0.01).
A single blind trial of 417 patients randomized to | Patients were assessed 6 months after
receive either post stroke visits by a stroke family randomisation using the Oxford Handicap Sce
care worker who identified unmet needs and aim¢ the Frenchay Activities Inventory (FAI), a geng
at fulfilling them or usual care (no family care health questionnaire and social adjustment
worker) for 6 maths. scale. No significant beneficial effect on social
activity or social ajgistment was associated wit
the intervention for either the stroke patients ¢
their carers. The only positive effect noted wat
higher caregiver mood scores and lower
caregiving hassle scores in intervention
participants vs. the control group.
Single blind trial of 520 patients and their carers | Carers in the intervention group had
(n=323) randomized to receive either family significantly better Frenchay activity indices, a
support care with the use of an information packa SF36 scores of energy, health, pain and physi
or usual poststroke careThe nature and frequency function. Carers of the intervention group werg
of contact with the stroke patient and his/her fami more satisfied with their understanding of

was at the discretion of the family support
organizer. Participants randomized to the
intervention group received, on average, one

stroke, its causes, and how to prevent anothe|
stroke. A further analysis of this study based ¢
data collected at one year post stroke (Mant €
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hospital visit, one home visit, 3 telephonellseand | al. 2000) demonstrated no evidence of benefil

one liaison with one other service over anfonth | to the stroke patientsPatients with greater

period. contact with the family support organizer were
more likely to be followed up. Benefits to care
seen at 6 months (Mant et al. 2000) persisted
one year, although this was no longer significe
(Mant et al. 2005).

Lincoln et al(2003) | 250 stroke patients and their informal caregivers | There were no significant differences betweer|

UK were randomized to receive either the Stroke groups on patients’ n
5 (RCT) Family Support Organiser (FSO) service which | personal orimstrumental activities of daily living
provided support, information to patiestand caregivers’' mood, str

carers and liaised with hospital or to standard car FSO group had better knowledge of stroke an

Intervention was provided for up to 9 months and| was more satisfied with the service they

participants were assessed at 4 and 9 months. | received than the control group. Further studie
have reported that the FSO serviée general,
primarily functioned to provide information anc
assist in practical activities rather than provide
emotional support (Harding et al, 2000; Lilley |

al. 2003)
Boter et al.(2004) 536 stroke patients were randomized at discharg( 486 patients completed all outcome
Netherlands from hospital to receive either standard care or | assessments. At 6 months, there were no
6 (RCT) outreach care. Outreach consisted of 1 home visi| significant differences between groups in term
and 3 telephone calls by a nurse in the 5 months | of satisfaction with care. Approximately % of
following discharge. Followp assessmnt for patients in each group were dissatisfied with t

primary study outcomes (quality of life/SF36 and | care they received after leaving hospital.

satisfaction with care) took place 6 months post | Outreach care had significantly higher scores

discharge. Caregivers were also assessed for str{ SF36 role limitationgemotional) scale (p<0.05)

and social support. There were no significant differences betweer
groups on any other SF36 subscale. There we
no differences in perceived burden or social
support among caregivers of patients in either
of the two study groups.

Burton and Gibbon | 176 inpatients with stroke were recruited from 2 | Patients in the intervention group were less

(2005) district hospitals. Patients were randomly assigne| likely to experience deterioration on the Bl
UK to receive either extended stroke nurse follewp | when compared to the control group (p=0.049
7 (RCT) post discharge (n=87) osual care (n=89). over 12 months. Intervention patients

Intervention included a single visit from a stroke | experienced greater improvenm in perceived
nurse within 2 days following discharge to plan | health than control patients (NHP, p=0.039). A
further follow-up. Subsequent followp/visits were | 3 and 12 months, patients in the intervention
determined according to need. Average number ¢ group reported lower levels of emotional
contacts was 3. Contact was maintainfed an distress (p=0.01, p=0.037) and social isolatior|
average of 2 months. Control group participants | (p=0.045 and p=0.002) than the control group
received no further contact from the stroke nurse| At 3 months caregivers of intervention patients
following discharge. Assessments included the | reported lower levels of stress than caregivers
Barthel Index, Nottingham Health Profile, Beck | control patients (p=0.045). This difference was
Depression Inventory, Frenchay Activities Index ¢ no longer apparent at the 12 month assessme
the Caegiver Strain Index at 3 and 12 months po¢ period.

stroke.
Tiling et al.(2005) 340 patients with stroke and their carers were | At 3 months, reintegration was significantly
UK randomized to receive either support from the | poorer in the intervention group (p=0.05) and
7 (RCT) Family Support Organizer (FSO, n=170) or usual| more patients with a FSO reported stroke still

outpatient care and information (n=170). The FS( had a negative impact on their lives (p<0.001)
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was to provide emotional support, information an( Patients in the itervention group were less
prevention advice to patients with stroke and thei| satisfied with community services (p=0.02) bu
families. Outcomes assessed at 3 months and 1 | more satisfied with information about recovery
included use and satisfaction with services (Poun (p=0.001). Carers in the intervention group we
Satisfaction Scale), Barthel Index (BI), Hospital | less likely to be satisfied with equipment
Anxiety and Depression Scale (HADS), and the | available at home (p=0.07) but more satsfi
modified Reintegration to Normal Living Index | with information received about prevention
(RNLI). Caregiver assessments included the (p=0.007). When compared to the control
Caregiver Strain Index (CSI), the HADS and the | group, they more often felt they knew who to
Pound Satisfaction Scale. 100 FSO forms were | contact and that someone had listened to ther
randomly selected to identify geent needs (p=0.04). At dyear post stroke, patients in the
identified and interventions provided. intervention group were morekely to have
home help (p=0.01) and to have been seen in
hospital for stroke (p=0.009). Participation in t
intervention group was associated with a feeli
that someone had listened (p=0.04). More
patients in the intervention were satisfied with
the information given to them about recovery,
but this did not reach significance. Analysis of
randomly selected FSO reported demonstrate
that, while needs were identified, specific
intervention were not targeted to needs.
Information about stroke, secondary prention,
medications and social service entitlements al
FSO' s acted as Iliaisdca
other service providers.
Claiborng(2006) 28 patients with stroke were randomly allocated t{ There were no significant between group
USA either the intervention (n=16) or control condition differences on the SB6 physical components
5 (RCT) (n=12). The intervention condition was receipt of | scale. However, significant differences were
care coordination provided by a social worker. Ce reported for the mental components scale
coordination consisted of a home visit{2 weels | (p<0.001) Geriatric Depression Scale (p<0.00!
following discharge from rehabilitation) followed kj and adherence to prescribed regimens (p<0.0
weekly telephone appointments 20 mialhr in
length over a anonth period. Care coordination
was characterized by ongoing monitoring of patie
progress (biopsychosocial, service needs;caté
pradices) and use of a problesolving approach.
Control received usual care.

Mayo et al.(2008) 190 individuals returning home post stroke from ¢ Average nmber of contacts reported: 4.8 hom

Canada
8 (RCT)

acute care facility wee randomly assigned to
receive either usual care (n=94) or a case
management intervention (n=96). The case

visits & 7.8 telephone calls. Interventions
reported by the case managers included
surveillance, information exchange & teaching

management intervention consisted of home visit| health system guidance, active listening, famil
and telephone contacts over a period of 6 weeks | support, medication management and risk
order to establish contact (arrange appointments | identification. There were no statistically

and delivery of documentation) with the primary | significant between group differences on the

care physician, and provide other actions and

primary outcome at either 6 weeks or 6 month

interventions based on patient needs. Primary sty There were no significant between group
outcome was the Physical Component Summary | differences reported for any of the secondary

(PCS) score of the SF36 at 6 weeks (end of
treatment).

outcomes assessed (Mental Component
Summary, EQ5D, Preferenbased Stroke Inde>
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RNLI, BI, Geriatric Depression Scale, Gait spe
Timed Up and Go).

Forster et al(2009) | 265 stroke patients and their carevgere randomly | There were no significant betweegroup
UK assigned to receive either existing care + structur differences for patient scores on the FAI
8 (RCT) patient/carer assessment at-56 months or usual | (p=0.259- Mannwhitney U test) or for carer

care + a service information package. Structured | scores on the CHQ8 (p=0.945). Similarly, ther
assessment was conducted either as a home visi| were few sgnificant differences on secondary

assessment performed by a stroke nurséth

analyses. Individuals in the intervention

discussion and case review by a multidisciplinary| condition were more likely to feel that they

stroke team) or by a stroke nurse in a medical
stroke review clinic. Patients and carers were

were given all the information they needed at
the time of discharge from hospital (p=0.04) a

assessed together. Primary outcome was change that they were welprepared for the eturn
from study baseline (4 months post stroke) to 12 | home p=0.015) than individuals assigned to tt
months poststroke in extended activities of daily | control condition. The authors note that this
living (Frenchay Activities Inventory; FAI). Primar| was not likely due to the intervention as the
carer outcome was change from baseline to 12 | question referred to the time of hospital
months in psychological distress (General Health| discharge rather than the time of structured
Questionnaire 28; GHQ8). Activities of daily living assessment. There wer@mifferences in terms
mood, satisfadbn with services, carer strain and | of carer strain or mood. Patients assigned to t
resource use were also assessed. structured assessment condition used fewer
hospital bed days and home bed care days th
those in the control group. This offset costs
associated with delivery of the intervention
making service costs per patient similar betwe
groups.
380 stroke patients in an acute stroke unit were | Although the number of contacts and frequen
randomly assigned to receive either pedischarge | of contacts per patient were not noted, care
intervention + enhanced discharge planning or orf managers spent a median of 197 minutes in
enhanced discharge planning. Within 7 days of | contacts/education/meetings, 135 minutes in
discharge, patients in the intervention group medical followup, 70 minutes in clerical
received ann-home assessment conducted by a | activities, 0 minutes addressing issues with all
case management nurse. Results of the assessn| health and 9 minutes addressing psychosocia
were reviewed by an interdisciplinary team who |issues over the course of the study. In examin
developed a specific care plan. Copies of the plai between group differences in each of the
and pertinent information (evidence, guidelines, | outcome domains, treatment effect assotzd
etc.) were provided to théamily physician. The | with the intervention was close to 0 for all
case management nurse & physician implemente domains with the exception of stroke knowled|
the recommendations and provided monitoring (v and lifestyle modification. In this domain, therg
home visits and telephone calls) over a 6 month | was a significant effect associated with the
period. Outcomes were assessed in the areas of | intervention (p=0.003). Note that this domain
neuromotor function, LOS & death, QOL, was assessed usirgstudyspecific
managment of risk and stroke knowledge and | questionnaire written by the authors to
lifestyle modification. measure knowledge of stroke risk factors,
appropriate behaviours for risk reduction,
appropriate response to stroke symptoms,
objective health indicators, alcohol use and
smoking.
Population:RCT (N=173): Experimental Group (E/ 1. There were no significant differences

Allen et al(2009)
USA
9 (RCT)

Drummond et al

(2013) N=47): Mean age=70.64+14.29yr; Gender: betweenthe EG and CG in the RCT for af
UK Males=26, Females=21; Control Group (CG; N=4 measure except mood (EG>CG) and
RCT and Cohort Mean age=73.65+15.06yr; Gender: Males=24, readmissions to hospital at one month
PEDro=6 Females=22. (CG>EG). A greater proportion of

19. Community Reintegration pg.200f 123

www.ebrsr.com


http://www.ebrsr.com/
http://www.ncbi.nlm.nih.gov/pubmed/19546253
http://www.ncbi.nlm.nih.gov/pubmed/19900646
http://www.ncbi.nlm.nih.gov/pubmed/23113988

TP®ean=NA
RCT: Ma=43
RCT: Bhe31
Cohort; Ntar=173
Cohort: N:n=86

Gustafsson et al.
(2014)

Australia
Qualitaive
TP®ea=NA
Nstar=NA
Nend=NA

Cohort Study (N=43):Mean age=71.73+12.72yr; participants in the EG were readmitted to
Gender: Males=15, Females=18; hospital by one month after discharge thg
Intervention: Patients who were recruited to the in the CG (p=0.04).

RCT were allocated to either a control group (no | 2.  On average, thenain resource use

visit) or to the intervention group (home visit by associated with home visits (amount of

occupational therapist). Patients in the cohort stu staff time required) was greater for the R(
received a home visit under the same protocol as participants than the cohort study
patients in the RCT intervention group. participants.

Outcomes:Nottingham Extended Activities of Dail

Living Scale; Stroke Aphasic Depression

Questionnaire: mood; quality of life, costs at one

week and one month after discharge.

Population;No demographic information available 1. Results from the qualitative analysis

Intervention: Participants completed a showed that there were 2 main themes
questionnaire on their agreement with 12 that emerged: 1) influence of context on
statements about the Stroke Rehabilitation team functioning; and 2) experiences of |
Enhancing and Guiding Transition Home program
(STRENGTH) program. 2. Participants identified that an imptant
Outcomes:Influences of context on team function element of STRENGTH was option to
Impact on communication; Impact on trepy; complete therapy within the home, which
Impact on goals; Experiences of the program. was advantageous for client, carer and
therapists.

3. Benefit of the program was that it
encouraged therapists to find time to
communicate more with each other.

4. Anincrease in shad treatment sessions
(client and carer worked on activities
together within the home environment).

5. Overall, a valued and beneficial experien
though a major impediment was that the
program would end after funds for study
were finished-a huge loss fopatients.

19.1.4.5 Active Case Management

Table 19.1.4.%Active Case Management

Author, Year

Country Methods Outcomes
PEDro Score

Goldberg et al. |55 patients post stroke, 65 years of age or older with | Assessments were completed post disae

(1997) residual cognitive or language impairment able to rety from inpatient services at 1 week (baseline), €

USA home, were randomly allocated to received STAIR | months and 1 year.

5(RCT) (Stroke Transition after Inpatient Rehabilitation) Significant improvement in functional
intervention. The STAIR interventiaras to provide independence (FIM; p<0.001) and IADL ability
home-based casenanaged care including weekly (FAI; p<0.001) was reported for the entire
telephone contact and monthly home visits, home | sample between baseline and 6 months, and
based therapeutic recreational treatment as needed, | baseline and 1ear. There was a trend identifie
social work and psychology consultations, as well as | for participation in the study group to be
access to educational resourcesandt®e & r 0 k e | associated with an increase in FAI (social
line”. The program was dfactiity)scores at 1 year (p=0.063). Addition ¢
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Ostwald et al.
(2014)

USA

RCT

PEDro=5
TP&G& 12 mo
TPS< 12 mo
Nstari=159
Nen134

promptly, direct appropriate interventions and advocal|* sense of effectivene

for the patient/family in accessing resources. Both

groups received usual outpatient follaup.

Populatiort Experimental Group (EG, N=80): Mean
age=66.98+9.04yr; Gender: Male=55, Female=25.
Control Group (CG, N=79): Mean age=65.7519.26yr;

Gender: Male=64Female=15.

Intervention: EG received mailed letters with

experimental groups significantly predect

increased FAI scores at one year (p<0.01).

Comparison with the control group

demonstrated that neither quality of life nor

psychosocial functioning was improved by
involvement in the STAIR intervention.

1. GDS and PSS scores did not differ
significantly between groups at any time
point butwhen both groups were
combined, a significant decreases in
depression and stress were found (p<0.C

information on stroke, resources and advice plus hon| 2.  SF36 improved significantly for EG from

visits from nurses and therapists. CG received mailed
letters with information on stroke, resources and advit
only. The intervention waprovided 1/mo for both

baseline to 6mo (p=0.03) but no
improvements were reported from 6mo t
12m followups.

groups but EG also were provided with a mean of 16| 3. SF36 improved significaly for caregivers

home visits lasting 70min each for the first 6mo of the
study. Assessments were conducted at baseline, 3mc

6mo, 9mo and 12mo followps.

of both EG and CG (both p=0.041) at 6m
follow-up but no significant improvement
was noted at 12om.

Outcomes Geriatric Depression Scale (GO®rceived | 4. FIM Cognitive improved for both groups

Stress Scale (PSShort Form Health Survey (36);
Stroke Impact Scale (SIS: Memory, Social Participatic
Functional Independence Measure (FIM: Cognitive).

19.1.4.6 Discharge Planning Programs

Table 19.1.4.®isclarge Planning and Transition Programs

Author, Year
Country
PEDro Score

Shyu et al(2008)

Methods

201 carer/stroke patient dyads received

from baseline to 6mo (both p=0.03) but n
differences were reported groups.

5. The SIS Memory and SalcParticipation
subscales revealed significant
improvements for all patients combined
(both p<0.05) at 6mo and 12mo but no
significant differences were found
between groups for either subscale.

Outcomes

158 dyads cmpleted the trial and all followip (n=72 in

Taiwan either the caregiveoriented discharge the experimental group, 86 in the control group). From

5 (RCT) planning program (n=97) or usual care baseline to the first assessment (at the time of
(n=104). The discharge planning program w discharge), individuals in the treatment group
conducted by trained research nurses who | demonstrated significant improvement in caregiver
evaluated caregiver needs within 48 hours ( preparedness (p<0.001). The nursing evaluation of
admissia. The results of this assessment | preparedness also suggested improvements in the
were used to supplement routine informatio| control group (p<0.01). However, between group
provision that was not based on individual | comparisons demonstrated that, at the time of
carer needs. Bedside instruction was provic| discharge, caregivers assigned to the discharge planr
on 45 occasions for approximately 30 program demonstragd significantly greater levels of
minutes per session over the course of the | caregiver preparedness on both nursing and-self
admissio. The competing needs checklist | reported evaluations (p=0.004 & 0.008, respectively).
was used to help caregivers addition, at 1 month, caregivers allocated to the
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identify/anticipate competing care needs an intervention group demonstrated greater satisfaction
advice/counselling was provided during with dischar@ needs than those in the control group
bedside instruction. Once discharged, carer (p<0.001). There were no between group differences
were contacted within one week by terms of balancing competing needs.

telephone and two home visits we made

(one week, one month) to advise and suppc

caregivers in the home environment. Study

outcomes included nursing and self

evaluations of caregiver preparedness,

satisfaction with discharge needs being met

& balance in competing needs.

Shyu et al.(2010) | In this longterm follow-up to Shyu et al. There were no significant between group differences ¢
Taiwan 2008, HRQOL (1), quality of care any subscale of the 36 for either patients or carer
5 (RCT) (assessed using the Family caregiving Quality of care given by carers assigned to the

consequence inventory which evaluates the intervention group appeared better than the control
degrees to which needs of the care recipier| group at 6 months. Further analysis (generalised
are met), and health service utilisation were estimating equation), demonstrated that over the-12
assesed at 3, 6 and 12 months after month period, quality of care or the fulfillment ofre
discharge. 61 dyads in the experimental gr¢ recipient needs was greater in the intervention group
and 75 in the control group completed all | than in the control group (p=0.03). In terms of hospital
evaluations to 12 months. readmissions, the two groups did not differ significant|
however, more patients assigned to the control group
were institutionalised betwen 6 and 12 months post
discharge than those in the experimental condition

(p=0.03).

Wei et al.(2014) | Population: Continued with rehabilitation 1. 5 themes emerged: (1) the means to access
Singapore (N=20): Mean age=62.25+9.79yr; Gender: rehabilitative rvices, (2) lapse in discharge
Qualitative Males=13, Females=7. Did not continue wit coordination, (3) fami
descriptive rehabilitation (N=28): Mean actions, (4) discrepancies in expectation, and (5)
No Score age=66.46+12.01yGender; Males=14, the perception that rehabilitation is simple.
TP®ear=NA Females=14. 2. (1) The lack of means of transport and the
Nstar=68 Intervention: Semistructured telephone associated costs were the chief bargehat
Nend=48 interviews were undertaken and analyzed hindered adherence to continuing pestroke

using inductive thematic analysis, from rehabilitation.

patients who have been discharged from thi 3. (2) Existing gaps in the transition from inpatient t

hospital after inpatient rehabilitation. outpatient services is where some participants fe

Participant were dividd in groups based on through and were left waiting for followp

their continuation with rehabilitation. rehabilitation.

Outcomes:Recurrent themes regarding 4. (3) In some cases, whethe patient was generally

obstacles that deter patients from continuin reluctant to continue their rehabilitation, the

stroke rehabilitation after discharge from patient’s children act

hospital. based on their own beliefs that participation in

rehabilitation is beneficial. Some felt stranded an
expressed their helplesgss and need of
assistance.

5. (4) While some participants felt discouraged from
continuing rehabilitation due to unmet needs
during their rehabilitation, others reported that th
therapy intensity was not comparable to their
expectations, leading them to sk alternatives to
their therapy recommendations.
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19.1. 5 Patient Education Programs

Table 19.1.9atient Education Programs

Author, Year

(5) The expertise of exercise prescription and
activity grading by the clinicians was undermined
participants did not understand the reasoning
behind their therapy prescription. The use of
medications ad acupuncture was believed to be
contributing more to their recovery compared to
rehabilitation.

Country Methods Outcomes

PEDro Score
Forster et al(2013) | Population:LSCTS Patient group (N=450): Meg 1. The NEADL scores or the CBS scoresatid
UK age=71.0+£12.76yr; Gender: Males=47%, differ between the two groups at 6mo
Multicentre cluster | Females=43%. LSCTS Caregiver group (N=45f (p=0.866, p=0.66).
RCT Mean age=61.1+14.64yr; Gender: Males=31%,
PEDro=5 Females=69%. Control Patient group (N=478):
TP Sear=NA Mean age=71.3+12.18yr; Gender: Males=55%,
Nstar=1856 Females=45%Control Caregiver group (N=478)
Nen=1247 Mean age=60.8+13.91yr; Gender: Males=32%,

Norris et al(2013)
UK

Females=68%.

Intervention: 49 Stroke units were randomly
assigned to either the London Stroke Carers
Training Course (LSCTC) or to usual care (con
group), stratified by geogrdpcal region, and
quality of care. Patients were recruited along wi
their caregiver. Assessments were conducted ¢
6mo.

Outcomes:Nottingham Extended Activities of
Daily Living (NEADL); Caregiver Burden Scale
(CBS).

Population: Mean Age=62yr; Gender: Male=13,
Female=8.

1. Patients reported improvements in physical
domains intuding balance, muscle strength

Pre-Post Intervention: All patients were enrolled into the and mobility.

No Score Action for Rehabilitation in Neurological Injury | 2. These physical improvements in addition tc
TPSean=1.7yr (ARNI) training program. The ARNI program an increase in confidence were associated
Nstar=30 consisted of 1.5hr/wk group sessions for 12wk with increases in their ability to complete
Nend=22 where patients learned tbecome functionally daily activities such as walking and househ

independent through both physical and
psychological interventions.
Outcomes:Personal experiences with the
program recorded during conversations with th
program administrators.

activities.

3. The program was frequely reported as
challenging however some patients
expressed a desire for an increase in
intensity.

4. Group activities were reported by all patien
as critical for providing a challenge but son
patients who received individual sessions fi
that the oneon-one training was better
targeted at their personal needs.
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Wang et al(2013)
Taiwan

RCT
PEDro=4
TP&ear=NA
Nstar=170
Nen=127

Skidmore et al(2014)
USA

PCT

No Score
TPS=15+8d
TPS=14+4d
Nstari=10

Nen~10

Population: Experimental group (N=65): Mean | 1.
age=67.3+12.8yr; Gender: Males=43,
Females=22. Control group (N=62): Mean
age=67.2+10.4yr; Gender: Males=40,
Females=22.

Intervention: The experimental group consisted

of patients randomly selected from seven
communities to received 3 3hr stroke
interventions per week for 8wks. The control | 2.
group consisted of stroke patients randomly
selected from a medical centre who received a
general stroke education programme.
Assessments were conducted at baseline (t0),
after the intervention after 3m (T2), and at 6m
follow-up (T3).

Outcomes:Questionnaires containing questions
regarding demographic characteristics, lifestyle 3.
personal chronic diseases, behavior of patients
with stroke, and sel&fficacy (including dietary
control, continuous rehabilitation, physical
activities, exercise, positive attitude in social
participation and stress management). 4.

Population; Strategy Training Group (ST; N=5):| 1.
Mean age=64+17yr; Gender: Males=4,
Females=1. Attention Control Group (AC; N=5)
Mean age=72+13yr; Gender: Males=3,
Females=2. 2.
Intervention: Participantseceived strategy

training or attention control sessions in addition

to usual care. Sessions in both groups were 30
40m/d, 5d/wk, for the duration of inpatient
rehabilitation. Assessments for disability were

Several patients reported the introduction ¢
challenging goals into their lives following
training including the resumption of pre
stroke activities.

Some patients reported that the duration of
the program was not sufficient for the
resumption of previous roles.

The majority of patients felt that there shou
have been a form of continuation following
the initial program.

Patients also reported that having the
program outside of the hospital was
beneficial and allowed for a more positive
approach to training.

There was no significant improvement acro
any time points in the control group
regarding the knowledge (i.e. warning signs
and medical treatment, risk factors of stroki
and dietary) the behavior (i.e. warning, risk
factors of stroke, and social participation) o
the seltefficacy sections of the
questionnaires.

The experimental group improved
significantly from TO to T1 and from TO to T
on all knowledge subsection (wang signs:
p<0.001, p=0.03; risk factors: p<0.001,
p<0.001; dietary: p=0.04 from TO to T1 only
on the social participation subsection of
behavior (p<0.001, p<0.001), and on the s¢
efficacy section (p<0.001 p<0.001).

The experimental group had a sigoéntly
different mean knowledge score of risk
factors, increasing at the 6m followp in
comparison with the baseline and scores in
the control group (0.9 vs. 0.2, p=0.04).
Seltefficacy was correlated significantly wit
knowledge of risk factors after the
intervention (r=0.31, p=0.02), knowledge of
risk factors after 6m (r=0.42, p<0.01), and
social participation after 6m (=0.29, p=0.04
in the experimental group.

A significant group x time interaction
(p=0.001) as well as a ngignificant main
effect of group (p=00.35), and a significant
main effect of time (p<0.001) were found.
The ST group demonstrated significantly
greater reduction in disability between
baseline and the 6m followp compared to
the AC group (mean difference: 20points,
p=0.02), despite the fact that both groups
improved significantly over time.
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Taricco et al(2014)
Italy

PCT

No Score
TPQpA287.3d
TPSontroF194.ld
Nstar=229

Nen=199

McKellar et al(2015)
Canada

RCT

PEDro=2
TP&ean:NA

Nstar=77

Nend=57

conducted at study admission, inpatient
rehabiliation discharge, 3 and 6m after.
Outcomes:Functional Independence Measure
(FIM).

Population:Adapted physical activity (APA) grol
(N=126): Mean age=71.8+10.5yr; Gender:
Males=85, Females=4Control group (N=103):
Mean age=70.1x10.7yr; Gender: Males=62,
Females=41.

Intervention: Participants were allocated either
to the experimental group and received 16
adapted physical activity (APA) sessions and 3
therapeutic patient education (TPE) sessipar
to the control group and received usual care.
Assessments were conducted before and after
the intervention.

Outcomes: Short Physical Performance Battery
(SPPB); Berg Balance Scale (BBS); Barthel Inc
(BI); Geriatric Depression Scale (GDS5H@t-
Form Health Survey (12SF); Caregiver Strain I
(CSI); 6 Minute Walk Test (6MWT).

Population; Experimental Group (EG; N=39):
Mean Age=57yr; Gender: Males=24, Females=
Control Group (CG; N=38): Mean Age=>58;
Gender: Males=24, Females=14;

Intervention: The EG received a Heart and Stro
Foundation booklet, a tip sheet on how to
communicate with halthcare providers and the
Cue to Action Trigger Tool (CRCATT), which is
patient mediated questiosprompt list covering
eight area for community rengagement (CR).
The EG received a 20min visit from a research
coordinator at week 2 and week 3, following
rehab admission. The CG only received the He
and Stroke Foundation booklet during a brief in
person visit.

Outcomes:Selfreported reengagement in
activities: Reintegration to Normal Living Index
(RNLI).

19.1.6 Community -Based Rehabilitation Programs

Table 19.1.6€Community-Based Rehabilitation Programs

Author, Year

The APA group improved significantly on tt
6MWT (p=0.002), BBS (p<0.001), SPPB
(p<0.001), MI (p=0.001), GDS (p<0.001), a
the SF12 (p<0.001).

The control group showedo significant
improvement on either of the outcome
measures.

A significant difference between groups wa
found 6MWT (p=0.01), BBS (p<0.001), SPi
(p<0.001), and on the physical composite
scale of the SF12 (p<0.001).

No significant difference was found dine
remaining scales.

There was no statistically significant
difference between groups on the mean tot
RNLI score: (p=0.87).

Multivariable regression analyses showed
that demographic and intervention variable:
were not significantly related to the RNLI
total scores (p>0.072).

For the qualitative analysis, EG peipiants
revealed that they felt the CRCATT found il
helped to facilitate communication between
themselves and family members concernin
“hidden worries’.
Participants described that the CRCATT wi
useful for accessing formal supports to
resume activities ad participate in their
community.

EG participants described more positive
experiences with health care providers thar
CG, who described they felt that they were
left to figure things out on their own.

EG and CG differed in terms of the questiol
they askel: the EG asked questions related
CR needs while control group asked
questions related to cause risk factors,
recurrence of stroke, time to recovery.
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Country
PEDro Score

Kim et al(2014)
Korea
RCT
Pedro=8
TPSwr=190.45d
TPSontrom272.82d
Nstar=26
Nen=22

Methods

Populatiort Community walking training
program (CWTRjroup (N=11): Mean
age=50.18+10.29yr; Gender: Male=6,

Females=5. Control group (CG) (N=11): Mear

age=50.73+7.24yr; Gender: Males=7,
Females=4.

Intervention: Participants were randomly
allocated either to the community walking

training program (CWTP) groand participated, 2.
(30 minutes per day, 5 times a week, for 4

weeks), or to the control group (CG) which dic

not participate in the social walking

intervention. All participants received standarc

rehabilitation for 60 mins per day, 5 times a

week, for 4 weks. Assessments were conduct

before and after the intervention period.

Outcomes:10 Meter Walk Test (LOMWT); 6

Minute Walk Test (6MWT); Stroke Impact Sca

(SIS); Community walking test.

19.1. 7 Patient Self -Management Programs

Table 19.1.Patient Education Programs

Author, Year
Country
PEDro Score
Hoffmann et al.
(2015)
Australia
RCT
PEDro=6
TP®ean=NA
Nstar=36
Nen=33

Methods

Population; Coping Skills (CS, n=11): Mean

Age=63.6+13.0yr; Gender: Male=7, Female=4;

Selfmanagement (SM, n=12): Mean

Age=60.8+11.7yr; Gender: Male=9, Female=3;
Usual Care (UC, n=10): Mean Age=57.0+14.2y

Gender: Male=6, Female=4.
Intervention: Patientswere randomized to

receive CS, SM or usual care interventions for
1hr sessions. CS consisted of performing cogn

and behavioural exercises with the goal of

improving seHawareness and coping skills. SM

taught problemsolving skills, the ability to

communicate with healthcare professionals anc

how to adjust to life post stroke in addition to

addressing individualized concerns. UC compri
of multidisciplinary assessment and treatment i

addition to basic education and advice.
Outcomes:Stroke knowddge questionnaire;

Hospital Anxiety and Depression Scale; Modifi¢
Barthel Index (MBI); Montgomery and Asberg

Depression Rating Scale (MADRS):&#tfacy

questionnaire; Nottingham Extended Activities
Daily Living scale (Nottingham EADL); Stroke &

1.

Outcomes

The CWTP group and the Control improy
significantly on the I0MW{CWTP group:
mean change=0.19; CG: mean
change=0.07; both p<0.05), BMWT (CW"
group: mean change=65.20; CG: mean
change=17.98; both p<0.05), and on the
SIS (CWTP group: mean change=12.49;
mean change=4.25; both p<0.05).

Only the CWTP group improved tre
community walk test (mean change=
13.46, p<0.05).

A significant difference in the
improvements between the two groups
was found on the 10MWT (p=0.045),
6MWT (p=0.004), community walking tes
(p=0.014), and on the SIS (p=0.023).

Outcomes

Depressive symptoms according to HADS
were significantly more prevalent in the CS
group compared to the UC group post
intervention (mean UC=6.4£0.5, CS=7.9+0.
(p=0.034).

Stroke knowledge post intervention was
significantly greater in the CS group compa
to the UC group (mean UC=19.9+0.4,
CS=21.240.4) (p=0.036).

MBI scores post intervention were not
significantly greater in the SM group
compared to the UC group (mean
UC=0.2+2.6, SM=75.4+2.5) (p=0.099).

No other significant differences were
observed between the CS and UC groups &
the SM and UC groups post intervention.
No significant differences were observed
between the CS and UC groups and the Sk
and UC groups at-3mo post intervention.
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Satink et al(2015)
Netherlands
Qualitative

No Score
TP®ean=NA
Nstar=16

Nen~16

Boger et al(2015)
UK

Qualitative
No Score

TP®ean=57.9460.8mo

Nstar=31
Nen=28

Aphasia Quality of Life Scale (SAQoL):
psychosacial, physical, communication.

Population: Mean age=70.81+9.22yr; Gender:

Males=7, Females=9.
Intervention: Focus group interviews were

conducted on community living stroke survivors

to explore the reflections of persons pestroke

on selfmanagement, readiness, and needs in

seltmanagement support.
Outcomes:Emerging themes regarding self
management, readines and sedmanagement
support.

Population; Mean age=65.67yr; Gender:
Males=11, Females=17.

Intervention: Participants were recruited from
rural andurban community stroke support

groups to investigate the factors which facilitate 2.
or hinder stroke sefmanagement by means of

semistructured interviews which were
conducted during 5 focus group sessions.

Outcomes:Emerging themes regarding the abili

to selfmanage.

19.2 Family and Stroke

1.

2.

3.

A total of 4 themes emerged: (1) self
management: a difficult word, (2) self
management: a complex and lotigrm
learning process, (3) influence of relatives ¢
the selfmanagement process, and (4)
persons with stroke feeleglected in their
needs.

Participants described their sefianagement
as a complex, lonterm, personal learning
process.

Postdischarge, participant were not ready ti
selfmanage.

Relatives could provide support, but they al
limited the developmentop ar t i ci P
management skills.

Participants missed having professional
support postdischarge and would have
appreciated additional psychological and
emotional support in the process of self
management.

Three themes emerged that were found to
contribute to selfmanagement: (1) individua
capacity, (2) support for sefhanagement,
and (3) selimanagement environment.

(1) Participants denoted 6 key components
that affected individual capatyi to self
manage: physical impairment, self
confidence, decision making, determination
communication, and finding resources.

(2) Three components of support for self
management were found: role of
professionals, resources, and role of carers
(3) Partigpant accounts suggest that neither
individual capacity nor support for self
management were sufficient to setfianage
effectively and that an environment that is
supportive of sekmanagement is required.
Several themes emerged as determining th
capabilites of stroke participants to self
manage: others’ resfg
political influences, and the need for peer
support.

19.2.1 Effects of Caregiving on the Caregiver

Table 19.2.Effects of Caregiving on the Caregiver

19. Community Reintegration

www.ebrsr.com

pg.280f 123


http://www.ebrsr.com/
http://www.ncbi.nlm.nih.gov/pubmed/24828313
http://www.ncbi.nlm.nih.gov/pubmed/24917370

Author, Year Study Summary

Country
Brocklehurst et al. Study of the effect of stroke on the chief
(1981) carer in 97 stroke patients over aykar
UK period.

Silliman et al(1986) | 101 patients &9 family caregivers were

UK interviewed to determine health effects on
the family caregiver; whether or not
caregivers actually providing home care
experience different effects than caregiver:
whose family members live in a nursing
home; and factors assoded with any
observed deleterious effects of caggving.

Schulz et al(1988) The prevalence of depression in caregiver:

USA were studied.

Tompkins et al(1988) | 162 stroke patient/primary support person

USA pairs were recruited. Subjective health,
socigsupport network functions,
psychological welbeing & level of optimism

were assessed.

The largesgroup of main carers was women. 25% @
them were responsible for other people as well.
Deterioration of chief
during the first year posstroke and 14% of those in
employment gave up their jobs. 27% of patients bei
cared for inthe community were dependent on the
carer.

Patient functional status was associated with a
decrease in social activity and emotional health for |
caregiver. No differences were found between actu:
caregivers and those caregivers whosmily
members were in institutions.

Prevalence of depressive symptoms was 2.510 3.5
times higher in stroke carégers than that of general
population. Levels of optimism significantly declinec
over time. Caregiver depression and perceived bur
were associated with pa
Caregivers of good health, older and of higher incor
were least depressed

Caregivers at risk for developing depression had hig
initial depression scores, were less optimistic, were
more likely to be married to the patient, named fewe
social network members for the period preceding th
stroke and their stroke péners were younger and
more impaired in physical activities of daily living.

Draper et al(1992) Cohort study of 99 coesident caregivers of| Caregiveburden and psychological distress were

Australia dementia and stroke patients.
Kotila et al(1998) Incidence and severity of depression were
Finland compared at 3 and 12months poststroke

in patients and their chief caregivers
(spouses 63% and children 37%) in four
districts: two with active discharge
intervention programs and two without.

Hop et al,(1998) 51 partners of patients interviewed 4
Netherlands months post SAH event. Data collected

included patient function, quality of life,
health-related quality of life and a rating of

assessed. 46% of caregivers had significant
psychological morbidity which was associated with
caregiver burden. There were no significant
differences in burden or psychological distress
between stroke and dementia. Baviour and mood
disturbances in patients were significant contributor
to caregiver burden and psychological morbidity.
Fewer patients were depressed in districts with acti
programsthan in districts with no program at 3 and 1
months; however at 3 months, this difference was n
significant. By 12 months, there were significantly
more depressed caregivers in4poogram districts.
Poor patient Rankin Scale scores and Scandinaviar
Stroke Scale scores were associated with depressic
caregivers at 3nonths.

Quality of life was unaffected forgptners of patients
who were completely recovered in all domains exce
emotional. In partners of patients with Rankin score
from 1-5, reductions in quality of life occurred in
emotional behaviour, social interaction, work and
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general wellbeing (both retrospective and | recreation and pastimes. Wellbeing rated on the VA

current). was decreased in both patients and partners
partners of patients with the greatest functional
limitations, reported an estimated 50% reduction in

QOL.
Bugge et a(1999) 110 patient/informal caregiver pairs were | At 6 months, 37% of the caregivers experienced
Scotland studied. Stroke patients who were alive at | considerable strain. The amount of time spent by th
month and agreed to participate were aske caregiver helping the stroke patigrthe amount of
to nominate their principal informal time spent with the pat

caregiver that was |weresignificantly associated with the level of strain
who helps you the most but whis not paid | experienced.
to do so.” The pair
the Caregiver Strain Index and the3¥-at 1,
3, and 6 months.
Blake & Lincol2000) | 222 carers of stroke patids were surveyed | Significant associations were identified between hig
UK via mailed questionnaires to assess strain, levels of strain and poor carer mood, poor perceivel
stress, mood (patient and carer), HRQOL,| mood and low levels of EADL in the patient and
extended activities of daily living, locus of |increased levels of carer handicap (LHS score). Cal
control, affect, emotional control, life reporting strain demastrated low seHlesteem,
orientation and satisfaction with life. 37% ¢ decreased positive affectivity and increased negativ
respondents demonstted significant strain| affectivity. On logistic regression, carer mood,
perceived patient EADLs and negative affectivity we
significant, independent predictors of carer strain.
Teel et al(2001) 83 primary caregivers of stroke patients | Caregivers reported fatigue, reduced vigour &
USA were interviewed at 1, 3 and 6 months perceived health, recurrent sorrow, stress, difficultie
following the stroke event. Assessments | with finances and availability of family support, and
included fatigue and energy level, spiritual| depressive symptoms at all evaluation periods. At 3
perspective, recurrent sorw, perceived months, carer physical health was predicted by
stress, depression, caregiver reaction and| depressive symptoms, fatigue and recurrent sorrow
number of hours of care required per day. | Mental health was predicted by vigour & perceived
stress. At 6 months, physical health was predicted
depressive symptomatology and scheduling
difficulties, whereas mental health was predicted by,
perceived stress. At both time periods, carer health
(physical & mental) were associated with relationsh
to patient & hrs. of care, but not with patient
characterstics (age, gender, race, stroke severity,

aphasia).
Thommessen et al. | 36 stroke patient/spouse carer couples, 92 Stress associated with caregiving did not vary betw
(2002) mild dementia patient/spouse carer couple groups. However, examination of individual items
Norway and 58 Parkinson patient/spouse carer | revealed that worry about accidents happening to tf

couples were interviewed. Assessment | loved one was greatest among carers bke
included Relative Stress Scale, MMSE, AL patients. Patient characteristics that predicted the
measures (specific to patient group) to psychosocial burden on spouses were cognitive
assess indepelence and the Montgomery | function, ADL function, and gender.
Asberg Depression Rating Scale.
Wyller et al.(2003) 54 patients lyear afterstroke and their Relatives rated their well being lower than the
Norway closest relatives were compared to a referencegroup rating. There was no association
reference population (n=419 elderly peopl{b et ween rel atives’ wel/l
drawn by random from census files) to and personaland instrumental activities of daily livin
identify variables related to the well being ( characteristics of the patients.
the relatives.
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Adams(2003)
Australia

Morimoto et al.(2003)
Japan

White et al.(2003)
Canada

Wyller et al.(2003)
Norway

Blake et al(2003)
UK

Interviewed 22 stroke survivor/informal Caregivers reported no change in quality o furing
carer dyads at discharge from hospital and the first month. The only noted declines occurred at
1 month post discharge. Quality of life, soc the time of the second evaluation. Caregivers
support, use of services and burden of car| experienced the greatest change in social function.

were assessed. There were decreases noted in relationships, social
companionship and daily emotional support.

100 family caregivers were assessed. Increased caregiver burden was significantly relatec

Outcomes assessed included burden, hea| lower healthrelated quality of life. Lowest SR2

related quality of life (SE2), functional scores were in the areas of general healthahfy and

status of the patient & depression. The | mental health. Depressive symptomatology was

duration of caregiving, hours of caregiving | identified in 52% of caregivers. Caregiver burden wi

per day and the availability of respite care | related to daily hours of care provides but not to

was also noted. patient functional status or to social support (preser
of respite caregiver). There was ndatonship
identified between increased burden and physical
function of caregiver or rolphysical (SRE2). Caregive
age was more predictive of the physical functioning
the caregiver than burden.

97 stroke patient/caregiver dyads were | Women were more affected than men and while me
interviewed an average of 7 months and 2| scores teded to improve over time, female scores d
months post stroke. Functional status of th not. Women reported increasing burden over time
patient was noted (by proxy). Caregivers | (men did not). Women were less likely to obtain
were assessed for physical symptoms, information support and reported more stress relatiy
burden, healthrelated quality of life and a | to balancing demands. Increasing age and physical
global rating of quality of life was elicited o| symptoms wee associated with decreased physical
a scale of +10. Mental health of caregiver| component scores of the SF36. Older age, less burt
was, on average, 10 points lower than for | and fewer physical symptoms were associated with
agematched population (SB6). increases in mental component score (SF36). No
patient characteristics were associated with caregiv
HRQOL. Initikly QOL was assocCi «
functional status, caregiver age, vitality and both
physical and mental aspects of heat#dated quality
of life. At 12 months,
was no longer associated with QOL, but the presen
of aphasia was.
54 stroke patient/family caregiver dyads | Wellbeing was significantly lower in the caregiver
were assessed one year post stroke for we group than in the reference group. There was no
being, caregiver strain, functional status | association found between impairmenand
(patient), social activity, wtor function disabilities of the stroke patient and decreased
(patient), and cognitive/neurological wellbeing in the caregiver. The only significant
impairments (patient). A reference group |association found was between wellbeing and
was drawn from census data. caregiver strain.
116 caregivers (coesident spouses) of 39% of carers and 40% of carers experienced strai
stroke patients completed assessments at| 3 and 6 nonths respectively. There were no
and 6 months after the stroke event. The |differences according to gender at either assessme
accuracy of the predictive model of carer | At 3 months, CSl items most often endorsed include
strain developed by Blake & Lincoln (2000| changes to personal plans, feeling overwhelmed &
was evaluated. Assessments included the| feeling that the patient was not him/herself. At 6
Caregier Strain Index (at 3 and 6 months), months, most frguently endorsed items included
the GHQ12 (at 3 months), the EADL (at 3 | feeling overwhelmed, changes to personal plans
months— perceived patient functional upsetting behaviours and feelings of confinement.
Fewer family changes and more financial strain wer
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Grant et al(2004)
USA

ForsbergWarleby et al.
(2004)
Sweden

Grant et al(2004)
USA

Sit et al.(2004)

ability), and the Positive and Negative reported at 6 months. Strain at 6 months was

Affectivity Schedule (at 3 months). correlated with GHEL2 score{p<0.001), patient
EADL (p<0.001) & negative affectivity (p<0.001) at :
months. Using this model, 78% predictions regardin
strain were accurate.

74 caregivers were tarviewed 1-2 days | 38% of caregivers interviewed had depression scort

prior to the discharge of their family exceeding the cubff for identifying risk for

member admitted for stroke. Participants |depression. The best model to predict risk of

were evaluated for social problesolving | depression consisted ofegative problem solving

skills, health status, satisfaction with healtl orientation, caregiver preparedness and social

care, social support, caregiver preparedne| functioning (p<0.0001; AUC = 0.90). Social function

caregiving burdenrad depression. The as related to the caregivers personal health (SF36

functional status of the stroke survivor was social functioning domain) and negative orientation

also assessed (FIM). were significant independerpredictors of risk of
depression.

67 spouses of stroke survivors were assesTher e was a significant

using the Life Satisfaction Checklist 10 day satisfaction with life overall (p=0.001), with leisure

4 months and 1 year followinthe stroke | activities (p=0.022)%ex life (p<0.001), partner

event. Stroke patients were assessed for | relationship (p=0.001) and contact with friends

neurological and emotional impairments a¢ (p=0.001) from the initial assessment (referencing i

well as for functional independence. before the stroke event) to 4 months. From 4 month
to 1 year, there was no significant change in any life
satisfaction doman. When compared to age matche
subgroups in the Swedish population, spouses of
stroke survivors has significantly lower satisfaction
with life at 4 months (p<0.001) and at 1 year post
stroke (p<0.01). Presence of cognitive impairment il
the stroke survier resulted in a lower level of partnel
relationship satisfaction. Aphasia affected ratings of
family life, but not partner relationships.

Data was collected from 52 19/52 (37%) caregivers were classified as at risk fol

caregiver/patient dyads-2 days prior to depression. Risk for depression appeared to vagr oy

discharge from rehabilitation and then at 5/ time, at 9 weeks 21% were at risk for depression, bl

9 and 12 weeks following discharge. by 12 weeks that number increased to 34%. Social
support/sense of belonging, perceived caregiver
burden, general health, caregiver ethnicity and time
weeks since stroke were identified as sigrifit
predictors of depression risk in caregivers. Caucasis
caregivers had approx. 3.7 times greater odds of be
at risk for depression.

102 family caregivers of strolrvivors 61% of caregivers were spouses, 31.3% were adult

China were interviewed (re: demographics, strok( children. Farily caregivers received more emotional
survivor's health & supportandsocial companionship than
support and general health) 12 weeks tangible/instrumental or informational support.
following discharge of the survivor from | Caregivers with less education received less suppo
rehabilitation. Caregivers reported somatic symptoms & 40% had
consulted a physician. GHQ ses were below the
accepted cut off of 32 for the presence of psychoso
difficulties (mean = 26.9). The level of dependence
the stroke survivor, the level of tangible support
received and the level of social companionship wert
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significant predictorgp=0.017, p=0.046 and p=0.003
respectively) of caregiver psychosocial health.

Clark et al(2004) 132 family caregivers of stroke survivors a| Family caregivers reported healthy family functionin

USA rehabilitation centers in the USA were although 32% had scores above the scaleaftifor
assesed using the SB6, the 12item ineffective family function. 66% reportefdmily
General Family Functioning Scale and the| conflict. Family function was significantly predictive
Family Caregiver Conflict Scale. caregiver mental health. In addition, low patient

motor function together with high levels of memory
and behavioural change were associated with lowel
caregiver mental health.

Smith et al(2004) 90 patients and informal carers were visite| The majority of patients in the study were either
UK at home one year post stroke. Carer stresg independent or mildly disabled. 47.8% of carers
and coping (via general health, anxiety | reported providing care for >160 hrs/week. Increase
depression and perceived stress) were | in hours of care provided were associated with grea
examired. carer stress, anxiety and depression. 33.3%arers
felt that their physical health had deteriorated, but
53.3% felt it was the same. 32.2% of carers exhibite
abnormal levels of anxiety and 14.4% exhibited
symptoms of depression. Both patients and carers
were significantly (p<0.001) more likelylte anxious
than depressed. Higher levels of patients disability
lower levels of patient social activity were associate
with increased carer stress. Higher levels of carer
stress, anxiety and depression were associated witt
lower patient mental healttand vitality. The most
significant predictor of carer outcomes was carer
vitality, though carer social function and physical
functioning were also significant.

Van Exel et a{2005) | 145 patients and informal caregivers were| Carers spent an average of 3.4 hours/day in caregiy
Netherlands interviewed 6 months after the stroke everit as ks and 10.8 hours on
to assess objective/subjective burden and | Approximately 30% of caregivers demonstrated
HRQOL. burden. On multiple regression, substantial burden
was significantly associated with caregiver HRQOL
(p<0.001), patient age (p<0.05), number of caregivil
tasks (p<0.01), and patient HRQOL (p<0.001). HR(
of substanti#ly burdened caregivers was significantl,
lower than the HRQOL of moderately burdened
caregivers (p<0.001). 73.2% of substantially burden
carers had HRQOL below normative values (vs 26.!
for moderately burdened carers, p<0.001).

McCullagh et a2005) | Caregiver burden, HRQOL, functional abili At 3 months, the only significant predictors of
UK and depression/anxiety were assessed in | caregiver burden were patient and carer anxiety. By
232 stroke patients and caregivers enrolle( year, family support was also an important predictol
in a study of caregiver training conducted || Caregiver training was independently associated wi
Kalra et al. (2049). reduction in caregiver burden. Reduced egiver QOL
at 3 months was predicted by increasing patient agg
male gender and disability. By one year, patient
disability and caregiver depression also predicted
carer QOL. Training was associated with improved
at both assessment points. Caregiverdben, as well
as patient and carer anxiety decreased over time.

19. Community Reintegration pg.330f 123
www.ebrsr.com


http://www.ebrsr.com/
http://www.ncbi.nlm.nih.gov/pubmed/15586137
http://www.ncbi.nlm.nih.gov/pubmed/15066101
http://www.ncbi.nlm.nih.gov/pubmed/15528879
http://www.ncbi.nlm.nih.gov/pubmed/16151029

Berg et al(2005) Depression and caregiver exhaustion were The majority of caregivers were spouses (69/98)=3(

Finland assessed in 98 caregivers/patient dyads | 33% of caregivers were classified as depressed. Ré
during the acute phase, at 6 and 18 month of depresgon among spouses were significantly
post stroke. greater than among other carers (p<0.05 at all

assessments). Stroke severity and patient age were
significant predictors of caregiver depression during
the acute phase (p<0.001). Caregiver depression
during the acute phse was a significant predictor of
depression at both 6 and 18 months. Among spoust
only, patient age was also predictive of depression |
& 18 months. 38% & 29% of spouses were exhaust
at 6 & 18 months respectively. Patient dependence
ADLs was sitficantly predictive of exhaustion
(p<0.01). In addition, among spouses, wives of mal
patients demonstrated more exhaustion than
husbands of female patients (p<0.01).

Tooth et al(2005) Stroke patients and carers were interviewe At 6 months, carers spent a median of 4.6 hours pe
Australia 6 months (n=71) and 12 months (n=57) | day providing assistance. Amount of care provided
months following discharge from decreased significantly (p<0.05) by 12 months to 3.

rehabilitation. Carer assessments included hours per day. Better motor function (patient) was
caregiver burden, amount of time spent in | assocated with decreased time each 13unit
providing care and health status. Patient |increase on the FIM was associated with-120
function and health status were also minutes less care time per day. 44% & 42% of care
assessed. 6 & 12 months reported substantial burden.
Developmental burden increased significantly from
12 months (p<0.B). Decreased mental status was
associated with increased caregiver strain and burd
Carer physical and emotional health was lower at b
assessment times than the published adult norms
neither the physical nor mental component scores
changed signifiantly between assessments. Better
mental status (carer) was associated with improved
patient mental status and cognitive function. Better
physical status (carer) was associated with
employment and ongoing patient therapy.
Larson et al(2005b) | 100 spouses of stroke patients were QOL was lowest at baseline and increased graduall
Sweden assessed while on a stroke unit, and at 6 | over the next year. Ratings at 12 months did not rez
months and 12 months for QOL, wbking, | the same level as retrospective ratings of QOL prior
life situation, sense of coherence, social | the stroke event. Life situation was a significant
interaction, psychological health drhealth | predictor of QOL at allssessment points. Other
status. significant factors included general wéking
(baseline & 6 months), carer illness (baseline) and
economic situation (12 months). Poor life situation
may be interpreted as equivalent to high levels of

burden.
Singh & Cameron 48 carers of stroke patients (64.6% spous¢ The average duration of caregiving was 83.5 weeks
(2005) 75% women) were assessed for caregiver| (° 164 weeks); however, the majority of carers had
Canada characteristics, burden, setffficacy, been in this role for less than 1 year. Mastery was
support, impact, mastery and welleing. reported to moderate the association between

lifestyle impact and emotional webleing and also
betweencaregiver satisfaction and wedeing.
(Mastery describes perc
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and weltbeing). In addition, support was found to
moderate the relationship between behaviour and
bother (i.e. support received by the carer could affe
theamoint that the patient
perceived as bothersome). Bother, in turn, was four
to be the best predictor of emotional welieing.
Jonsson et a(2005) | 304 stroke patients and3% informal carers | There were no significant decreases in HRQO36$F
Sweden completed assessments of HRQOL, 4 & 1( between the first& second assessments. At 16
months following stroke. Social participatiq months, caregivers had significantly higher scores i
and depression were also assessed as we of 8 domains (all but bodily pain and mental health)
patient physical and cognitive status. Scores in physical and emotional domains, general
health and bodily pain were associated with increas
age. Sociand mental domains, and bodily pain, we|
influenced by patient functional status. Social functi
and vitality were negatively influenced by increasing

patient age.
Bakas et al(2006) 159family caregivers completed Female caregivers had more difficulty with tasks
USA questionnaire assessments of caregiver | (p<0.01), more depressive symptoms (p<0.001) anc
related outcomes at 1 and 4 months post | more negative strokeelated outcomegdecreased
stroke. social functioning, subjective wedkeing and physical

health, (p<0.01)) than male caregivers. More severe
communication problems were related to increased
task difficulty (p<0.001), caregiver depression (p<0.
and negative strokeelated outmmes (p<0.01). While
tasks were perceived as more difficult among carers
patients with aphasia (p<0.05), for all carers tasks
were less difficult at 4 months than at 1 month. In
addition to female carers, carers of survivors with
more selfcare deficitavere more likely to experience
depression (p<0.05) as well as other negative careg
outcomes (p<0.05).
Grant et al(2006) 52 family caregivers of individuals with Negatie orientation to problemsolving and lower
USA stroke were assessedt 1- 2 days priorto | levels of social support were significantly associatec
discharge from inpatient rehabilitation and| with increased depression (p<0.001 for both) and
then again at 5, 9 and 13 weeks post reduced sense of webeing (p<0.001 & p=0.014,
discharge. Assessments included respectively). Lower levels of social support were al
interpersonal support evaluation, social | signficantly associated with lower levels of general
problemsolving, depression, mental healtt health (p<0.009).
and general health (S§6).
Cameron et al(2006) |94 informal caregivers completed P e ar l-item reasuré of mastery. 44.7% of
Canada standardized assessments as follows: Bra| caregvers were at risk for clinical depression. More
Impairment Behaviomiventory—revised depressive symptoms were associated with female
(behavioural and psychological symptoms) gender, more lifestyle interference, lower levels of
Caregiver Assistance Scale (amount of | mastery (sense of control), provision of less care,
assistance provided by the carer), Caregiv| presence of more behavioural and psychological
Impact Scale (lifestyle interference), GBS | symptomsrelated to memory and comprehension in

(depression), the individual with stroke.
White et al.(2006) 52 caregivers (duration of caregiving >1 | Few caregivers accessed services to assist with cal
Canada year) were interviewed by telephone over time. Recovery of the stroke survivor did not

approximately 18 morits post stroke event | change significantly over time. There was a significe
and then again 6 months later. Assessmer| decrease in behavioural disturbances over time anc
included the Stroke Impact Scale , Brain | caregivers reported providing less assistanger
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Impairment Behaviour Scale, Caregiver | time. HRQOL and QOL scores of the caregiver did |
Assistance Scale,-SB (caregiver HRQOL), | change significantly between the 2 interviews;
Pearlin Mastery Scale, 4 questions fromthhowever , compar i s 036sres
Longitudinal Study of TheeGeneration with Canadian norms demonstrated that caregivers
families (general closeness, communicatig scored significantly lower on vitality, social fiion
similarity of views about life and degree of| and mental health subscales at both assessment
getting along) and the Stroke Caregiver | points. 33% of variation in caregiver health (Stroke
Quality of Life Measure. Caregiver Quality of Life Measure) was explained b
caregiver age, social participation of the stroke
survivor and quality of relationship between the
caregiver and the survivor. At the second interview,
this model explained 29% of variance. Overall, carir
for a survivor with behavioural changes had a nega
impact on caregiver QOL, while social participation
the survivor had a positive impact.
Larson et al(2008) 80 female and 20 male spouses of stroke | Female caregivers are more negatively affected by
Sweden patients admitted to a stroke unit were caregiving roleghan male caregivers. Female spouse
assessed at baseline (inclusion to study), { experienced significantly lower wedkeing (p=0.02)
months and 12 moriis post stroke. and energy (p=0.03) at baselirghough women had
Assessment i ncl ude d|greateravailability of emotional attachments/contac
selfcare, weltbeing, life situation, health | than men (p=0.02). At 6 months, female spouses
state, sense of coherence, perceived soci¢ continued to fave lower general webeing (p<0.01),
support, and psychological health. energy (p=0.04) and sense of coherence (p=0.02) ti
male spouses. In addition, women experienced gre:
negative welbeing (p=0.04), emotional attachments
(p<0.01) and psychological distress (p=0.04). By 12
months,female spouses continued to have higher
negative weHbeing (p=0.02) and emotional
attachment (p=0.02).

FranzenDahlin et al. | 100 spouses were assessed while stroke | 32% of spouses were above the @it for depression

(2007 patient was admitted to a stroke unit, at 6 | at baseline, 26% at 6 months and 37% at 12 month

Sweden months and 12 months following stroke. | At baseline, predictors of psychological health were
Assessments included psychological healt well-being, age and owhealth or illness. Less
quality of life, wellbeing, social knowledge was associated with reduced psychologi

situation/network, life situation, sense of | health. At six months, psychological health was
coherencephysical function, health state o| positively predictedbywelb ei ng as wer
patient & spouse and stroke knowledge. | need for assistance from GP & district nurse and
patient’s ne aanGP.0Atl12 menths,
well-being was a significant positive predictor of
psychological health wh
illness was a negative predictor (i.e. the more illnes:
experienced, the worse the psychological health).
Ski & (20C7 |13 stroke survivors & their carers were Both stroke survivors and carers demonstrated QOI
Australia assessed via survey & structured interview lower than population norms. QOL did not deterioral
(at 3 weeks & 3 months post discharge) to| over time. Although depression ratings exceeded
determine the impact of stroke on well population standards, this wasot significant.
being and depressioof both parties as well
as carer knowledge of stroke support

services.
Rochette et al(2007) |54 spouses of individuals with first stroke | There were significant increases noted re:
Canada were interviewed at 2 weeks following participation in nutrition (meal prep, food selection,

stroke and 6 months later to document | etc) and reponsibilities. The most notable changes
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VisserMeily et al.
(2008)

Netherlands

Parag et al(2008)
New Zealand

VisserMeily et al.

participation leveLIFEH), perceived participation were reductions in personal

burden and presence of symptoms of relationships, employment and recreation from pre
depression. Participants were also stroke to 2 weeks post stroke and 6 months. These
completed assessments relative to changes were associated with increased caregiver
“prestroke” funct i o]strain, but notwithdepression.

119 stroke patients and their carers 51% of carers reported strain, 46% were not satisfie

(spouses) were interviewed (fade-face) at | with their lives and 51% experienced symptoms of
1 year and 3 years post stroke. Five doma, depression at one year post stroke. With the except
of psychosocial function were assessed: | of burden and depression, scores deteriorated
carer burden, life satisfaction, depression, | between 1 and 3 years (life satisfaction, hamyadn
harmony in the relationship and social the relationship and social support). Reports of

suppat. depression remained stable, while burden improvec
from 51% reporting substantial burden to 44%.

159 stroke @tient/carer pairs were All SF36 domain scores of carers were significantly

interviewed at 6 months post stroke; 62 | lower than age and sematched normative scores fol

pairs at 18 months. New Zealand with the exception of physical

functioning. In additionmost carers (72%) did not
consider their health to be worse than prior to
assuming the caregiving role. By 18 months, scores
had improved, with the exception of general health.
Scores on the Bakas Caregiving outcomes scale we
stable over time.

Patients/spouses were interviewed Over time, caregiver strain decreased, but so did

(2009) conducted at admission to rehabilitation | harmony in the relationship between spouses and
Netherlands (n=211), at 2 months following discharge | social support. Depression scores improved betwee
(n=197), 1 year (n=187), and 3 years post| the first & second and second & third assessments,
stroke (n=121). Assessments included and then remained stable. Reduction in straias
caregiver strain, depression, relationship |associated with less passive coping and more avoic
harmony and sociaupport. coping and higher patient Bl scores. Less depressic
was associated with less passive coping and more
expression of emotion. Better relationships were
associated with being male (spouse), havingynang
children, more active coping and more seeking of
support. There were 6 significant predictors of bette
social support-female gender, active coping, more
palliative coping, more support seeking, less
expression of emotions and better communicative
ability (patient).
Simon et al(2009) 105 carers of individuals with stroke were | Psychological distress was common and seemed t¢
UK interviewed prior to discharge from hospitg begin early. At firstriterviews, 37% of carers had
at 6 weeks and 15 months post discharge.| significant distress vs. 16% of non carers. Although
Assessments includedeasures of psychological health declined between the first and
psychological health, physical health, and | second interviews, there was no further deterioratio
social welbeing. Carer responses were | by 15 months. However, they did continue to have
compared to a control cohort of 50 matche significantly poore psychological health than nen
non-carers assessed over the same time | carers (p=0.001). At 15 months, only 10% of
period. individuals with significant psychological distress ha
received treatment. Availability of social support
declined significantly over the 3#%onth period
(p<0.001) as did qualityf support (p<0.001). Althoug
there was a trend toward deterioration in physical
health over time, only one marker reached
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Nir et al.(2009)
Israel

Hayes et al(2009)
USA

CarodArtal et al.
(2009)
Spain

Chen et al(2010)
China

Cameron et al(2011)
Canada

significance (humber of health problems reported,
p=0.049). The only significant predictor of selfed
heal th was bigherenoralesresnitedira
higher ratings of health.

140 informal caregivers were assessed | Perceived health status improved over time (p<0.05
within 2 weeks of stroke (during inpatient | depression also improved by 3 months and remaine
rehabilitation), and at 3 &6 monthsgst stabke at 6 months. Burden decreased at 3 and 6
stroke. Assessments included perceived | months (p<0.01). Instrumental support decreased a
health, depression social support (sources| months (p<0.05) and support within the home
support and perceived support), caregiver | decreased at both 3 & 6 months (p<0.05, p<0.01,
burden and QOL. respectively). Satisfaction with family relationships
also decreasedt 3 & 6 months. Levels of support
correlated with satisfaction with relationships
(p<0.01). QOL decreased at 3 months but increasel
6 (p<0.05). Decreases were correlated with levels o
instrumental support and satisfaction with support.
275 individuals with stroke and their Caregivers who reported a physical injury were mor,
caregivers were surveyed using items fron| likely to report higher levels of burden, more hours ¢
the National Alliance for Caregiving Survey care per week, more depressive symptoms and few
the CESD and the Behavioural Risk Ractog healthy days per month compared to carers reportir
Surveillance Surye no injury. The most common type of injurgported
was a back injury and 53% of injured carers stated |
the injury interfered with their ability to provide care,
Significant predictors of injury were caregiver burde
(p=0.008) and depression (p=0.001).
In a crosssectional study, 200 patient/carer2 2. 6 % and 12.1% of care
dyads were assessed using the HADS, the the HADSanxiety and HAD8epression scales
Zarit caregiver burden interview (ZCBI) an( respectively. Female carers scored significantly wor
EQ5D. Additional patient assessments on the anxiety scale than male. Depression scores
included the BI, the NIHSS, mRS and HAL were signifcantly correlated with both caregiver
burden and healtkrelated quality of life. On
multivariate regression analysis, patient disability,
female sex and depression were significant predictc
of caregiver burden, while caregiver education and
burden were gnificant predictors of HRQOL. Patien
cognitive impairment, ¢
caregiver depression were significant predictors of
health status (rated on the EQAS).
123 stroke patient/carer dyads were On multiple linear regression analysis, caregiver
assessed approximately 2 years following | depression was predictive of both psychological &
the stroke event (mean = 27.9, SD=5). physical aspects of HRQ@aregiver depression was
Patient and carer assessments included | also predictive of the Mental Component Score of tt
HRQOL (SR36), the cumulative illness ratip at i e8& s’ SF
scale (comorbidities) and depression (GD¢
Patient disability was assessed using the E
MMSE and IADL. Caregiver level of suppo
and recent life events were also assessed.
399 stroke patient/carer dyads were Statistical modelig demonstrated that increased
assessed at 1, 3, 6, and 12 mos{bost emotional distress is experienced by caregivers wh
stroke. A subset of 80 dyads consented to| provide care to stroke survivors who are depressed
additional followup at 18 and 24 months. | cognitively impaired. In addition, more caregiver
Assessments included behavioural and | distress was associated with age (younger) and sex
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psychological symptoms (apathy, (female), poorer plsical health, greater lifestyle
depression, memory/comprehension and | interference due to the caregiving role, caring for
irritability assessed on the Brain Impairmelone’ s spouse and | ower
Behavior Invatory), physical disability (SIS| distress was not associated with severity of survivol
cognitive impairment (SIS + MMSE); co | disability, illness severity or the presence ofroorbid
morbidity (Charlson Index), amount of care conditions.

(Caregiver Assistance Scale), burden

(Caregiving Impact Scale) and caregiving

mast ery (ittreraastéry imdéxk

Baumann et al(2011) | 215 individuals with stroke and their Functional dependence and the presence of
France informal main caregivers participated in | impairments in more than 2 domains was associate
faceto-face interviews. In addition to with social repercussions such as loss of friends,

sociodemographic information, responses | inability to resume scial life, bothering friends as we
astudys peci fi c Jelakd o f|as feelings of abandonment (dependence) & isolatic
repercussions” wer e|(dependence). In male carers, presence of impairm
regardingdomains of strokeelated in 2 or more domains was also associated with feeli
impairments and functional status (Katz Al of injustice.

was also collected.

Adriaansen et al. 180 spouses of individuals with stroke wer| Perceived social support declined significantly over

(2011) assessed at the time of patient discharge |time. At time one an@, life satisfaction was

Netherlands from stroke rehabilitation (T1), at one year| significantly and positively correlated with all forms |
(T2) and 3 years (T3) post stroke for socia| social support assessed. At 3 years paisbke, only
support (Social Supportdti-everyday socig“ support in problem sit

support, support in problem situations and| informative and emotional support in times of troubl
esteem support), life satisfaction (Life was significanthassociated with life satisfaction. At
Satisfaction Questionnaire) and caregiver | time points, there was a significant negative
strain (Caregiver Strain Index). correlation identified between caregiver strain and i
satisfaction; however, strain was not significantly
correlated with social support. No interaction betwe:
strain and social support was identified. Social supp
was important for life satisfaction regardless of leve
of strain experienced.
Achten et al(2012) Individuals with stroke and their spouses | Based on the Life Satisfaction Questionnaire, most
Netherlands (n=78 couples) were assessed 3 years | patients (92%) expressed satisfaction with their
following a stroke event to explore the relationship with their partner (vs. only 64% of carer,
association between the life satisfactionof Mo st spouses (85%) were
the individual with stroke and that of her/hifin selfc a r e " er grbup ivds batisfied with their s¢
spouse. Assessments included the Life |life (43% patients vs. 28% carers). In general, spou

Satisfation Questionnair, the MMSE expressed less satisfaction than patients. Overall,
(patient only), Token Test (short version, |there were only weak associations between the life
patient only), Utrecht Communication satisfaction of patients and carerssignificant

Observation (short version, patient only), |associatns were found only in the area of finances
Barthel Index (patient only), the Frenchay | and overall satisfaction. On multivariate, backward
Activities Index (patient only) and the regression, patient life satisfaction was associated
Caregiver Reaction Asssment (careronly)jwi t h t he patient FAIl sc
satisfaction score.
Bhattacharjee et al. | 127 individuals with with first ever stroke | Factors significantly associated with major caregive
(2012) and 111 of their formal caregivers were | stress were long caregiving hours (avg. = 8.4 hrs/de
India assessed at 28 days, 6 months and 1 year anxiety, disturbed night sleep, financial stress, youn
following the stroke event as part of the | age (<45 yearsggnd familial relationship (daughten-
Mumbi Stroke Registry. Caregiveurden law). In addition, patient factors such as sex (female
moderate to severe neurological deficit, poor
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was assessed using the Oberst Caregiving functional recovery (Bl <50 at day 28) and urinary

Burden Scale (OCBS). incontinence were associated with increased caregi
stress.
Kruithof et al.(2012) | 121 patients and their spouses were Level of caregiver burden and life satisfcation was
Netherlands recruited in an inpatientehabilitation associated with patient cogriite and physical
centre after stroke. Assessments occurred| functioning as well as caregiver health and objective
recruitement and 3 years after stroke. burden (P<0.01). Life satisfcation was also associat

Objective buden (number of new caregivin with the caregivers level of education (rh@=22,
tasks) was assessed using theite8n Care | P<0.05). Multivariate regression analysis found
Task List, the Caregiver Reaction Assessn spousal age, education levekdlth, objective and
(CRA) was used to assessdar (by subjective burden, and seffsteem as significant
combining the four negative subscales) an| predictors of caregiver life satisfaction (P<0.05).
selfesteem (postiive subscale), and life | Patient level of cognitive and physical functioning al
satisfaction was assessed using the Life |spousal age were not significant predictors of spous
Satisfaction Questionnaire (LiS@t life satisfaction. Spasal age and parental status wert
not significant in the bivariate anlalysis. There was
interaction effect between the positive experiences
caregiving (caregivers sabteem) and level of
burden. At a higher level of burden, caregivers had
higherlevel of life satisfaction if their sefisteem was
higher (i nt eOlé ax0.060.n t er
Jaracz et a(2012) 150 patients ad their caregiveres were Caregiver age, level of social suppgrgsence of
Poland recruited from hospital after stroke. caregiver illnesses and patient functional status wer
Assessments occured at recruitement and| included in the final model, either directly or indirect
6 monhts after discharge. The Caregiver |(mediated by sense of coherence) associated wtih
Burden Scale (CB Scale) was used to ass( caregiver emotional state and caregiver burden. Thi
caregiver burden, the Hopstial Anxiey and| model explained 62% of the siance for caregiver
Depression Scale (HAD&s used to assess burden and 52% of the variance for caregiver
anxiety and depression, the Sense of emotional state.
Coherence Questionnaire (SQ@) to assess
sense of coherence, and the Berlin Socail
Support Scale (BSSS) to assess social su|
Path analysis was used to assess the patit
and caregiver factorshat were predictive of
caregiver emotional state and caregiver
burden, and to determine if sense of
coherence acts as a mediator between
patient/caregiver variables and the caregiv
burden/emotional status.
Peyrovi et al(2012) 60 caregivers who had been providing car| The correlation between caregiver life changes
Iran to stroke survivors for at least 1 month wel (measured with the BCOS) and caregiver depressic
included in the study. Assessment took plg (CESD) was significant (p
as soon as possible following recruitment. | functional disability was the only significant
The Bakas Caregiving Outcomes Scale (B| independent predictor of caregiver life changes and
was used to assess life clgas in response | caregver depression (P<0.001), with 60% and 54%
to caregiving. Depression was assessed u| variance explained by each model respectively. Pat

the Center for Epidemiologic Studies and caregiver age and gender, and duration of
Depression (CEB) scale. The relationship | caregiving were not significant predictors of caregiv
between patient and caregiver outcomes.

characteristics and caregiver outcomes we
asssessed using linear regression models.
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Sreedharan et al.
(2013)
India

Godwin et al(2013)
USA

Denno et al(2013)
USA

Chen &Botticello

150 individuals recovering from stroke and There were no signifamt changes in the percentage

their caregivers were recruited froman | caregivers employed before vs. after stroke (34.7%

outpatient clinic. Employment status, socig before, 33.3% after). A decline in social functioning

functioning and caregiver burden were caregivers was significantly correlated with an incre

assessed. Patients were between 3 month in the number of visits to a religious institution

and 2 years since stroke. (P=0.@3-HADS anxiety score >11). It was also fou
that carers of patients with aphasia or experiencing
seizures were more likely to have depression (P=0.!
P=0.033 respectively).

30 patients and their caregivers who were | Over time, there were no significant diffeeces in

enrolled in the CAReS intervention study (| caregiver burden or mutuality (p=0.056). Conversly,

support program for patients recovering | caregivers experienced a decrease in depression fr

from stroke and their caregiveryere baseline at all time points (p=0.015). Older age and

included. Assessments occurred at a time | number of illnesses were associated wtih statisticall

point greater than 2 years after stroke. significantly lower SB6 physicadomain subscore

Health related quality of life was measurec (F=7.30, p=0.004), while higher levels of depressior

using the Short Form Health Survey-@8, |was associated with statistically significantly lower $

the Stroke Impact Scale was used to 36 mental domain subscore (F=10.97, p=0.003).

measure patient quality of life, the Geriatri

Depression Scale (GDS) was used to

measxure depression, the mutuality scale

the Family Caregiving Inventory was used

measure mutuality, and the Zarit Burden

interview was used to measure caregiver

burden.

153 of respondents to the U.S. National | A series of logistic regression analyses were condu

Health and Wellness survey were identifie( to asses the effect of caregiving on presence of

as providing care to a stroke survivor with | anxiety or depression. Caregivers had a greater

spasticity and met iasion critera. The likelihood of having anxiety, depression, or a higher

Oberst Caregiving Burden Scale (OCBS) V severity of depression, as the level of caregiving tas

used to to measure objective burden base| difficulty increased (OR 2.57, 95% CI 14571; OR

on caregiving tasks. The Bakas Caregiving 1.88, 95% Cl 1.19.99; OR 2.48, 95% CI 1-356).

Outcomes Scale (BCOS) was used to meg Likewise, there was a greater likelihood of having

life changes in response to caregiving. In | anxiety, depression, or a higher severity of depress|

addition to the use of th Patient Health as caregivers exprienced greater negative life chani

Questionnaired (PH®) as a measure for | as a result of caregiving (OR 2.43, 95%.4#4.16; OR

assessing the presence of depressive 2.27,95% CI 1.35.70; OR 4.55, 95% CI 2-p44).

symptoms, patients were asked to self The odds of experiencing a higher severity of

report any history of diagnosis for anxiety ( depression was 1.96 times greater as the time sper

depression. caregiving increased (95% Cl £383). All three
outcomes (OCB#me, OCB4lifficulty, BCOpBwere
significant predictors of depression severity (P<0.0C

146 caregivers of spouses who had a strol The risk of episodic memory (delayed recall) was

(2013) and 3,710 norcaregivers were identfied | significantly greater for caregivers comparednion-
USA from the Health and Retirement Study, a | caregivers (RR=0.91, 95% CI| @38, p=0.018). The
longitudinal study based in the United outcomes for all other cognitive domains did not diff
States, and included in this study. significantly between caregivers and noaregivers
Assessments occurred in 2 year intals, with adjustment for patient and caregiver
and data for this study was derived from th characteristics.
1996 data, and included caregivers who hs
provided care to a spouse experiencing a
stroke between 1992 and 1996. Measures
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Clay et al(2013)
USA

Grant et al (2013)
USA

Cage Series

No Score
TPSBveraFr9mo
Nstar=146
Neng=146

Cecil et al(2013)
UK
Qualitative Descriptive

cognitive functioning included: time

orientation, working memory, semantic

memory, learning, and epidsodic memory.

Multivariate regression was used to asses:

the risk of expereincing cognitive deficits a

a caregiver vs. nonaregiver.

Baseline data for 146 survivors of stroke a The total numbe of stroke survivor problems

their caregivers from the CARES (Caring fi (stressors), the caregivers appraisal of these stress
Adults Recoveringdm the Effects of Stroke and the amount of social support recieved were

study was used in this study. Multiple significantly associated with the caregivers qualtiy o
regression models were used to assess th| life (physical component) (p<0.05, p<0.05, p<0.000:
impact of the availability of resources, The numbef impairments (stressors) experienced

number of impairments or stressors and th the stroke survivor was the only significant factor
caregivers appraisal of these stressors on | assoicated with the mental component of the
caregiver quality ofife. The significance of [c ar egi ver s’ quality of
each factors association with caregiver

quality of life was determined by the chanc

in R after their addition to the model.

Caregiver quality of life was measured usil

the SF12 (Physical and Mental component

Population: Stroke Group (N=146): Mean | 1. A greater number of SSls were associated witt

Age= 74.7+7.8yr; Gender: Males=72, higher patient CE® scores (p<0.0001).
Females=74. Caregiver Group (N=146): M 2. Caregiver CEB accounted for 32.95% of the
Age=63.7x+13.4yr; Gender: Males=32, relationship between SSénd patient CED
Females=114. scores.

Intervention: All data for the analyses of th{ 3.  Caregiver LS scores accounted for 29.29% of
relationship between caregiver/stroke the relationship between SSIs and patient CES
participant dyads was drawn from the scores.

REasons for Geographic and Racial 4. Caregiver LA and CED scores together
Differences in Stroke (REGARDS) study. [ account for 40.50% of the direct relationship
from patients and caregivers recruited fron between SSls and patient GBScoreswhile this
2005 to 2010 was used @mssess whether relationship remained significant (p<0.05).

caregiver wekbeing is a factor in stroke

survivor depressive symptoms. Assessmel

within the study were conducted after a

mean of 9mo posstroke.

Outcomes:Center for Epidemiologic Studie

Depression Scale (CBE§ ; Caregi

of the occurrence of stroke survivor

impairments and problems (SSls); Life

Satisfaction Index (L-Z).

Population: Age range=3®4yr; Gender: Impact of the Stroke:

Males=7, Females=23. 1. Changes to lifestyle (Restrictions to life (eg.,
Intervention: Semistructured interviews giving up work), loss of sociéke, carer taking on

No Score with primary carers were conducted responsibilities of the stroke survivor (eg.,

TP&ea=NA approximately 6wk after stroke survivor (S finances)

Nstar=30 discharge from hospital regarding carer | 2. Concerns and Worries (Health of the SS, well

Nend=30 coping and identification of factors being of others involved, own (Carer) health,
impactingtheir lives. financial worries, large number of appointment
Outcomes:impact of stroke onthe carers, | 3. Ment al heal t h | samews
extrinsic factors that support the caring emotional and mental health of the SS, own

mental health)
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scenario, intrinsic factors that help the

carers cope.

VincentOnabajo et al. | Population:Intervention Group (N=72):
(2013) Meanage=29.24+9.68yr; Gender: Male=3:
Nigeria Female=26.

Observational Intervention: Caregivers assisting patients
No Score with stroke in the community completed a
TP®ear=11.9+11.26mo| questionnaire examining quality of life. The
Nstar=59 assessment was conducted once only.
Nend=59 Outcomes:World Health Organization

Qualityof Life Brief Version Questionnaire
(WHOQOLBREF: Physical, Psychological,
Social Relationships, Environment).

McLennon et al(2014) | Population:Intervention Group (N=242):
USA Mean age=54.2+12.1yr; Gender: Male=52
Observational Female=190.

No Score Intervention: Caregivers completed a set o
TP®Bear=NA questionnaires via telephone interview
Nstar=242 examining depressive symptoms, task
Neng=242 difficulty, Iife ch

of life and impairment. Assessments were

conducted once only.
Outcomes:Patient Health

Questionnaire PHQ9); Oberst Caregiving
Burden Scale (OCBSranging care while
away, Providing personal care, Giving
emotional support, Watching and
monitoring the patien}; Bakas Caregiving
Outcomes Scale (BCCalfesteem, Ability
to cope with stress, Physical hegl
Emotional weHbeing, Financial welbeing,

Level of energy

e

Extrinsic factors that support the caring scenar.
(Health professionals, information and
knowledge, family support)

Intrinsic factors that help the carers cope (own
health and welbeing,gratitude and faith, the
dyadic relationship)

WHOQOoLBREF scores for each of the four
subscales were above average.
WHOQOLBREF Physical (p<0.00), Social
Relationships (p=0.02), and Environment
(p=0.01) subscores were significantly higher fo
caregivers aged 180yr compared to caregivers
aged 3155yr.

WHOQoLBREF Environment subscores were
significantly lower for caregivers of patients wh
were 1-2yr post stroke compared to <1yr and
>2yr post stoke (p=0.05).

WHOQOLBREF scores did not differ significan;
based on relationship status between the
caregiver and the patient withcquaintances of
stroke survivors reporting higher mean scores
the Physical and Social Relationships subscal¢
but family members reported higher means
scores on the Psychological and Environment
subscales.

WHOQOLBREF scores were not significantly
associated with gender.

PHQ9 scores for depression were significantly
higher for female caregivers (p<0.001) and
caregivers of patients with lower SSQoL Mobili
and Thinking scores (both p<0.001).

OCBS totadcores were significantly higher for
caregivers who reported depressive symptoms
according to PHQ (p<0.001).

Eight of 15 OCBS subscales among caregivers
with depressive symptoms reported significant|
greater difficulty compared to caregivers withol
depressive symptoms with the most significant
being Arranging care while away (p<0.001),
Providing personal care (p=0.003), Giving
emotional support (p=0.007), and Watching an
monitoring the patient (p=0.009).

BCOS total scores were significantly higher for
caregivers who reported depressive symptoms
according to PHQ (p<0.001).

14 of 15 BCOS subscales were significantly loy
among caregivers with depressive symptoms
compared to caregivers without depressive
symptoms with the most significant being Self
egeem, Ability to cope with stress, Physical
health, Emotional welbeing, Financial well
being, and Level of energy (all p<0.001).
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Chow et al(2014)
Hong Kong
Qualitative

No Score
TP®ea=NA
Nstar=29

Nend=29

Population: Age range=487yr; Gender:
Males=8, Females=21.

Intervention: 6 focus groups using a semi
structured interview, consisting of 3 to 6
carers of stroke survivors (SSs), and lastin
60-90 min was conducted based on the
experiences of family carers, services that
or do not help the carers manage their role
and the eview of the literature on caregive
stress and elder abuse.

Outcomes:Factors contributing to carer
stress, factors that have a buffering effect
carer stress, identification of unmet needs.

Zawadzka & Domansk| Populationt Experimental Group 1 (EG1,

(2014)
Poland

N=36): Mean Age=65.2+7.5yr; Gender:
Unspecified. Experimental Group 2 (EG2,

1.

1.

Factors contributing to carer stress:

l

l

Adverse impact on physal health (demand
due to strenuous physical work, common
chronic pain, pains/aches or injuries were
common, many carers were consistently
tired/exhausted)

Adverse impact on psychological health
(feelings of anxiety, loneliness, depressior
social isolatin, helplessness, fatigue and
burnout, (many carers dealt with
psychological stres
suicidal thoughts or verbal aggression)
Financial hardship (due to increases in
expenditure and loss of income)

Pressure created by cultural expedtat
(female carers were expected to focus on
their role as a caregiver, and had to worry
about criticism for not performing this role
well, male carers were expected to act
strong)

Environment not friendly to the disabled
(many barriers in transporting théisabled)

Factors that have a buffering effect on carer
stress:

l

Tailormade programmes (tailemade
rehabilitation exercises contributed to the
i mprovement and mai
health, visiting therapists/staff gave carers
much needed break and thepresence
produced better compliance of the SSs to
their rehabilitation exercises, meal service
special outings, dagare respite service, an
installation of home transportation
equipment were all identified as important
tailor-made support programs toacers)
Peer support (support from peers
(family/friends) was considered the most
effective solution to loneliness/social
isolation)

Resilience (carers with a positive mindset
were better equipped to deal with problem
effectively in stressful situations)
Identification of unmet needs (need of
improvement of existing services, need of
provision of education and training on how
to care for SSs, need of a friendly
environment towards SSs, need of an

i mprovement in the
attitudes toward the dishled

NBAP Indifference, Depression and
Inappropriateness (all p<0.000) and Mania
(p=0.003) differed significantly between all thre
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Prospective
Observational
No Score

TP &xp£0. 1wk
TPSxp=38mo
TP&o=NA
Nstari=100
Neng=100

N=29): Mean Age=66.2+10.0yr; Gender:
Unspecified. Control Group (CG, N=35):
Mean Age=70.715.4yr; Gender: Unspecifie
Intervention: EG1 (shorterm stroke), EG2
(longterm stroke) and the CG (spinal cord
injury patients) all completed seteports of
depression, as did relatives of patients in &
three groups. Assessments were conducte
once only.

Outcomes Neuropsychology Behavior and
Affect Profile (AP: Mania, Indifference,
Depression, Inappropriateness); State and
Trait Anxiety Inventory (STAI: State, Trait),

Oosterveer et al(2014)| Population:Intervention Group (N=179):

The Netherlands
Observational
No Score
TP®ea=NA
Nstari=284
Nen=179

Jessup et al2015)
USA

Observational
No Score
TP®ean=NA
Nstar=243
Nen=243

Mean age=Unspecified; Gender:
Unspecified.

Intervention: Caregivers completed a
questionnaire that examined burden, and
patients completed a set of questionnaires
at home that examined anxiety, depressiol
fatigue, life satisfaction, and type of home.
The assessments were conducted 6wks al
t he pat haege fromdospital src
rehabilitation.

Outcomes:Caregiver Strain Index (CSl);
Hospital Anxiety and Depression Scale
(HADS: Anxiety, Depression); Life
Satisfaction Questionnaire (LiS2); Fatigue
Severity Scale (FSS); Frenchay Activities
Index (FAI); Presnce of stai.l
home.

Population:Intervention Group (N=243):
Mean age=54.8+12.1yr; Gender: Male=52
Female=191.

Intervention: Caregivers completed a set o
questionnaires via telephone examining
depressive symptoms, task difficulty, life

changes, and patien
impairment. Assessments were conducted
once only.

Outcomes:Oberst Caregiving Burden Scalt
(OCBS); &ient Health Questionnaire (PHQ
9); Bakas Caregiving Outcomes Scale (BC
Stroke Specific Qualityf-Life Scale (SSQoL

groups, withEG1 scoring higher than EG2 and
CG.

Relatives scores for NBAP Indifference,
Depression and Inappropriateness (all p<0.00(
and Mania (p=0.002) differed significantly
between all three groups, with EG1 scoring
higher than EG2 and the CG.

NBAP Mania anthappropriateness were
significantly higher among patient ratings
compared to relatives ratings in EG1 (p=0.001
and p=0.007 respectively).

NBAP ratings for EG2 and the CG did not diffe
significantly between patients and relatives for
any subscales.

STAI Tait scores were positively correlated with
NBAP Depression patient scores for EG1
(p<0.000).

STAI State and Trait scores were positively
correlated with NBAP Depression patient score
for EG2 (both p<0.000).

High CSI scores were significantly associated
high HADS Anxiety and low LiSatcores
(p=0.023 and p=0.0012 respectively) according
the model.

Presence of stairs in
HADS Depression£p.89), FSS (p=0.49) and F/
(0.34) scores were not associated with higher |
scores.

High CSI scores were significantly and
independently associated with high HADS
Anxiety and low LiS& scores (p=0.0031 and
p=0.000007 respectively) after stepwise
backward regression.

High CSI scores were independently associate
with the presence of
but this did not reach statistical significance
(p=0.059) after stepwise backward regression.

OCBS scores were significantly higher among
female caregivers (p<0.00&ahd African
American spouses (p=0.048).

PHQ9 scores were significantly higher among
female caregivers (p<0.001), Spouses (p=0.00
Non-AfricanAmericans (p=0.047), and African
American spouses (p=0.010).

BCOS scores were significantly higher among
femalecaregivers (p=0.008) and African
Americans (p=0.033).

SSQoL Proxy scores on average were rated a
moderate on all five subscalestobility, Self
care, Language, Thinking, and Personality.
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Proxy: Mobility, Seltare, Language,
Thinking, Personality).

19.2.2 The Family Caregiver and Social Support Interventions

Table 19.2.5upport Interventions for Family Caregivers

Author, Year
Country
PEDro Score
Stewart et al(1998)
Canada
No Score

Pierce et al(2004)
USA
No Score

Stewart et al(2006)
Canada
No Score

Methods Outcomes

20 female caregivers of persons with recent strok It was determined that peer visitors provided
received 2 home visits/week from peer visitors ov, primarily emotional and informational support
12 weeks. Peer visitors were volunteers who had| and occasional instrumental support.
experience caring for a relative or individual post | Professionals were seen as providing primaril
stroke. Visitors attended a orgay training session| informational support. Carers felhat the
(empathy training & documentation of support). | relationship with peer support visitors was
Visitors received support from heaHprofessionals | positive. Carers reported increased setiteem,
with whom they could confer on a regular basis. | confidence and reduced uncertainty and
Results were derived from support diaries record( burden. Results of quantitative assessments ¢
by peer visitors and audiotaped post intervention | social support, caregiving confidence, perceiv
interviews (at 3 and 6 months after intervention). | stress and use of [ath services were not
reported.

9 first time caregivers of stroke survivors were | At the end of the threemonth trial, participants

enrolled in “Caring We) weresatisfiedwiththe service provided and 8

system allowing 24our acess to information and | the 9 reported a need for the service. While

support. Features include customized educationa consultation of the educational aspects of the

information, online consultation with a nurse online service declined over ¢hcourse of the

specialist and r ehabi-I |tral participants used the Email function

an email discussion group with other caregivers & regularly and most established private

a nurse specialist. No comparisgroup was correspondence with other caregivers. Overal

included in the study. participants used the website not only to gatht
information but also for support from other
caregivers and t nurse specialist. Impact of
the service on caregiver outcomes was not
assessed.

66 family caregivers caring for relatives with strok Via thematic/content analysis, it was

(n=19) o rsDAddase lined7)mparticipated | determined that the intervention provided

a program of telephone support. The intervention| information support, affirmation support

consisted of telephone sessions lasting
approximately 15 to 60 minutes in which peer
helpers (individuals with caregiving experience
similar to the
support. Following an initial faem®-face session,

(validation of caregiver feelings, behaviour an:
reactions) as well as emotional support. Supp
processes identified tluded social exchange,

r ematiopane | social comparison and social learning. Percei

impacts of the intervention included: decrease

participants received a total of 20 weekly session| support needs, increased confidence and

Peer helpers had at least 5 years caregiving

competence, increased coping repertoire,

experience and received 2 days of intensive train| decreased loneliness, decreased burden and

from an external expert and research team
members. Professionals were also trained to

improved ug of/access to health services.
Approximately 90% of caregivers were satisfie

provide oncall support to peer helpers and serve | with the service and appreciated the

a consultative capacity. Family caregivers were
matched with helpers who had experience caring

convenience of a telephone intervention.
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Won et al.(2008)
USA
No Score

Steiner et al(2008)
USA
4 (RCT)

FranzerDahlin etal.

(2008)
Sweden
6 (RCT)

for the same chronic condition. Each helper was
responsible fop to five family caregivers.
Completion of the study protocol required
approximately 9 months. Qualitative data was
collected from field notes, telephone discussions,
pre, post and delayed post interviews of
participants and exit interviews with intervéion

agents.
118 adult caregiver s p|PreandPostestanalysis demonstrated
Tools for Caregiving” |significantimprovementoverallin terms of

healthrisk behaviours, selfare & psychological | healthrisk behaviours, seffare and

well-being. 21.2% of participating caregivers werg psychological well being. All healtisk

caring for an individual with stroke. PTCisagroubehavi ours were reduc
basal psychoeducational program presentedin6/i n b e d wh emcelling or rissiagn d
sessions (2.5 hours each, once per week). Topicime di cal appoi ntments”
include selfcare, personal stress, communicating/( = age 65) demonstrat
(feelings, needs, concerns), communicating in | health-risk behaviours and less improvement i
challenging situations, learning from our emotions psychological welbeing than carers under age

and mastering cagiving decisions. 65.

73 caregivers of individuals with stroke were At 12 months, there were no significant
randomly allocated to either intervention or contrg differences between groups for emotional
groups. Interventi on c | support, physical help or caregiver health.
Web” ¢éoetuocation and s

the Nurse” email servi

group and “tip of the
stroke and caring). The control group did not use
Caring Web. Study outcomes were emotional
support & physical help reived from family &
friends, and caregiver health.

100 spouses of individuals with stroke were There was no significant differences in
randomly assigned to intervention or control psychological health between treatment and
groups. Intervention consisted of group meetings| control grougs at either month or 12month
led by specialist stroke nurses (10 participants in| evaluations (p=0.991 and 0.280, respectively
each group), 6 in 6 months and one totkup The only significant between group difference
meeting 6 months later. Each meeting consisted { demonstrated was for stroke knowledge at 12
a 2030 minute lecture (symptoms of stroke, risk | months (p=0.041). However, within the
factors, treatment, prevention, personality change treatment group, frequency of attendance
social aspects) followed by group discussion on | appeard to influence outcome. Those that
topics chosen by the participants. In addition, attended more sessions {&) had better
intervention participants had telephone access to| psychological health than those who attended
the nurses as needed. The primary outcome was| fewer sessions (&) (p<0.05). In addition,
caregiver psychological health at 12 months. improvements seen at 6 months, disappeared
Assessments included the Comprehensive by 12 months only in the group attended4l
Psychopathological Rating Scale Bdféctive sesshns.
(CPRSA), Interview SchedulerfSocial Interaction| In both groups, knowledge increased
(social support), Sense of Coherence Scale (SOC significantly over time (p<0.001) while numbel
level of knowledge, Bl (patient function), need for| of emotional contacts decreased (p=0.007).
assistance and economic situation. After six and 12 months, psycholodical health
was correlated with availability of social
contacts such less availability teted in poorer
psychological health.
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Pierce et al(2009)
USA
5 (RCT)

Smith et al(2012)
USA

In an update to an earlier report (Steiner etal. | On the average, intervention participants usec
2008), 103 carers were assigned at random to eit Carng Web 1 2 hours per week. Novice

the intervention orcontrol groups. Intervention computer users were able to use the service.
consisted of the use oTherewereno significant between group
education and support |differences reported for depression or life
email service, “car et a|satsfaction. Neither depression nor life
“tip of the month” i nf satisfactionchanged significantly within group
caring). The control group did nose Caring Web. | over time. There were significant differences
Outcomes included depression (CBJ satisfaction| noted in healthcare utilization such that

with life (Satisfaction with Life ScalSWLS) and |individuals in the intervention group had
healthcare service use (saHported visits to a significantly fewer visits to the emergency
provider and/or emergency department, 1e department over the course of the-flear
admissions to hospital & nursing home placenjen intervention period than individuals in ¢h

Only subjects who completedylear of the study | control group (p=0.001). Additionally, Caréeb
were included in the analyses (n=73). Measures ( users reported significantly fewer hospitakre
well-being were administered by telephone every| admissions (p=0.0005).

months; health care use was evaluated every 2

weeks.

38 stroke survivors and their caregivers were Controlling for baseline depression scores,
randomly allocated to either the intervention grou| caregivers in the intervention group had

6 (RCT) (n=15) or the control group (n=17). The interventi| statistically significantly lower depression scot
consisted ofducational videos, online chat postintervention and at 1 month follow
sessions, 4nail and message boards, a resource | compated to the control group (F=6.13, p<0.0!
room, and a professional guide to introduce, dire¢ All other outcomes were not significantly
and encourage caregivers to provide optimal different between the groups.
support to the stroke survivor and to manage thei
personal distress. Outcomes interest were
depression (CEB), mastery (Mastery Scale), self
esteem (16item selfesteem scale), social support
(MOS Social support survey), and treatment
credibility, reported effort and perceived benefit
(credibility/expectancy questionnaire). Outmes
were assessed at baseline, pastervention and 1
month follow-up.

Yu et al(2013) Population: Mean age=72.09+8.37yr; Gender: 1. The majority of caregivers (CGs) were

China Males=75, Females=46. women (72.7%), 73.6% had less than a

Observational Intervention: Stroke survivorgaregiver dyads werg senior middle school education.

No Score recruited from 3 community health centres and 6| 2. The most chronic condition in CGs was

TP®ean=98.7+74.9mo| health service stations. Data was collected in fact hypertension (70.4%), heart disease

Nstar=142 to-face interviews atthepartii pant s’ h (33.3%), bone and joint disease (16%), a

Nen=121 structured questionnaires. diabetes nellitus (12.3%).
Outcomes:Demographic information; Barthel Inde 3. 52.1% of CGs spent more than 8hr/d
(BI); Multidimensional Scale of Perceived Social providing care to the stroke survivor.
Support (MSPSS); Brief COPE Inventory (BCI); § 4. The most common coping strategies by
Form36 (SF36: Physical Component Summary stroke CGs were acceptance, active copi
(PCS), Mental Cqmonent Summary (MCS). positive reframing, and planning.

5. PCS scores were positively associated w
C G s ucatmmhl level (r=0.197, p<0.05),
and negatively associated with the numb
of chronic conditions (r9.453, p<0.001)
and relationship to stroke survivor (r=
0.284, p<0.01).
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Hayashi et al(2013)
Vietnam

Observational
No Score
TP®ean=NA
Nstari=86
Nen~86

Olaleye et al(2014)
Nigeria

Pre-Post
TP&ean:NA

Nstart =29

Nen=25

Galvin et al(2014)
Ireland
Observational

No Score
TP®ean=2wks
Nstar=20

Nen=15

6.
7.
PopulatonnAge groups: N<45y|1l.
Gender: Males=28, Females=58.
Intervention: A survey was administered at a state
owned acutecare hospital in order to describe
sociodemographic characteristics of strepatient
(SP) caregivers and learn about their needs after
discharge. 2.
Outcomes:Caregiver needs.
Population Mean Age=60.6y; Gender: Male=7, | 1.

Female=18.

Intervention: All patients received the primary
healthcarebased physiotherapy intervention
(PHCPI) for 60hr/d, 2d/wk for 10wks. The PHCPI| 2.
involved performing exercises thatrengthen the
extremities, improve balance, improve walking
ability and encourage functional use of the hand

and arm.

Outcomes Modified Motor Assessment Scale
(MMAS); ShorForm-Postural Assessment Sale fol
Stroke (SFPASS); Reintegration to Normaid.ivi
Index (RNLI); 6 Minute Walk Test (6MWT); Healtl

Related Quality of Life Scale (HRQOL).

Population: Intervention Group (N=20): Mean
age=63.15+13.3yr; Gender: Male=13, Female=7.
Intervention: Patients and relatives who had
participated in theFamilyMediated Exercise
therapy (FAME) trial were interviewedsgrately to | 2.
examine perceptions of the therapy and outcome
The FAME intervention consisted of standard
therapy plus 35mins of familgnediated exercise
therapy for 8wks. The assessment was conductel

once and lasted 45mins.
Outcomes:Evaluation of the FAMftial.

1.

MCS was positively associated with activ
coping (r=0.186, p<0.05), planning

(=0. 286, p<0.01), an
level (r=0.243, p<0.01).

MCS correlated with Bl scores of stroke
survivors (r=0.399, p<0.001), and were
negatively correlated with hours of care/c
(r=0.376, p<0.001), and number of CGs
chronic conditions (r0.22, p<0.8).

There was a significant diffence (p=0.04)
between mean lengths of stay of
respondents who did not indicate a
concern about decreasing family income
(4.4 days) and those who were concerne
(6.3 days).

There was a significant difference (p=0.0
between mean lengths of stay of
responcents who did not indicate a need
for greater availability of hometown
physiotherapists (4.33 days) and those w
did indicate this need (6.41 days).
Significant increases in motor function
scores (p=0.01), postural balance (p=0.0
and walking speed (p=0.01) from baselin
to post intervention were found.
Signifcant increases in community
reintegration (p=0.01) and total health
related quality of life (=0.01) from baselin
to post intervention were found.

Patients reported that the personalised
nature of the trial motivated them to
complete their exercises, and added
structure to their daily routine.
Therapeutic gains were reported with
patients stating they had made gains in
strength, balancemobility and confidence
relatives added psychological gains had
been observed including motivation,
enthusiasm, and empowerment.
Patients reported that family participation
motivated them to complete their
exercises and relatives noted a sense of
involvement in the recovery process.
Caregiver burden was reported in only tw
relatives but both stated that time
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Malini (2015)
India

RCT
PEDro=6
TPE2 1y r
TPS& 1y r
Nstar=240
Neng=238

Bastawrous et al.

(2015)
Canada
Qualitative

No Score
TP®tedia=11mo
Nstar=23
Nen23

Population: Experimental Group (EG, N=118): Mg 1.

age=Unspecified; Gender: Male=0, Female=118.
Control Group (CG, N=120): Mean age=Unspecif
Gender: Male=0, Female=120.

Intervention: The EG attended seltfelp support
groups and participated in group meetings. The C
did not attend any group meetings. The interventi
was provided 1/15d over a period of 3m for a tota
of 6 meetings. Assessments were conducted at
baseline at postreatment.

Outcomes:Family System Strengths Questionnair
(FSS).

Population: Median age (age range)=47yr (88yr); | 1.

Gender: Males=0, Females=23.

Intervention; Caregiving daughters were
interviewed based upon their role as a caregiver,
experienceswitht heir parent’'s
health and everyday life in order to analyze the
impact of role overload on daily life.
Outcomes:Thematic analysis.

2.

3.

consumption was the only drawback of tf
FAME trial.

FSS scores were significantly higher in tk
EG compared to the CG at pdstatment
(p=0.001).

FSS scores within groups improved
significantly for the EG from a mean scor
of 21.06 to 44.73 fronbaseline to post
treatment (p=0.001) but the CG did not
demonstrate any significant improvemen
(p=0.15).

FSS ratings at baseline for the EG revea
that 58 caregivers rated the strength of
their family systel
“moder at e” norcadyivers gave
a “good” r a ttreatmgnt this t
had i mproved to 85
rating, 33 gave a
no caregivers gave

Caregivingelated role overload effect on

valued relationships

A Relationships as a partner and moth
suffered when involvement was
hindered

A Older children were more
understanding of the caregiving role
while younger children required mori
attention and were less
understanding

A In some cases, partners felt they we
a secondary priority, resulting in the
daughters feeling more stressed and
compelled to choose between their
spouse and mother

A Other partners were supportive and
facilitated the ¢
role

Caregivingelated role overload effect on

participation in valued activities

A Daughters werdorced to take fewer
hours, delay their return to work afte
the stroke, or quit

A Unemployed daughters felt fortunate
in that they realized employment
would make caregiving more difficull
and foster resentment

A Rearrangement of living situation in
order to ®-reside with their parent,
regardless of relationship status

A Reduction of leisure activities (eg.,
travelling, exercise)
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Wang et al(2015)
Taiwan

RCT

Pedro=8
TP&x=18mo
TP&ontro=18.5mo
Nstar=b1

Nen=51

Populatiort Experimental group (EG; N=25): Meal
age=62.0+9.5yr; Gender: Males=13, Females=12
Control group (CGN=26): Mean age=65.4+10.6yr;
Gender: Males=17, Females=9.

Intervention: Patients and their caregivers were
randomly allocated either to the experimental
group or to the control group. The experimental
group were given weekly personalized caregiver
mediated homebased (CHI) training, and the
control group received visits from the therapist
without intervention. The intervention period laste

A Respite was seen as an important
need to not feel overwhelmed by the
caregiving role

A significant difference between the two

groups in the improvement on the SIS w¢

found (composite physical subscale:
p<0.001; communication subscale: p=0.(
social participation subscale: p=0.019;
general recovery subscales: p<0.001).

A significant difference between the two

groups was found regarding the free

walking velocity (p=0.006), 6MWT

(p=0.003), BBS (p=0.006)d on the BI

(p=0.008).

12 weeks. Assessments were conducted at basel 3.
and at the end of the intervention.

Outcomes:Stroke Impact ScalsIS); Berg Balance
Scale (BBS); 10 Meter Walk Test (LOMWT); 6 Mil
Walk Test (6MWT); Barthel Index (Bl); Caregiver
Burden Scale (CBS).

No significant difference between groups
on the CBS was found.

19.2.3 Family Interactions and Stroke

Table 19.2.3amily Interactions and Stroke

Author, Year
Country
PEDro Score
Kinsella and Duffy
(1980)
UK
No Score
Bishop et al(1986)
USA
No Score

Evans et al(1987)
USA
No Score

Methods Outcomes

79 patientspouse pairs were assessed on attitud¢ Overprotection and unrealistic attitudes were i
more common response than rejection or
retributive guilt feeings.

24 stroke patients and their spouses were studiec Stroke patients and their spouses were heglth

All patients were at home and had suffered a stro on all variables, including family function.

at least tyear previously. Couples were assessed Members of the couple did not differ on most

variables of morale (Philadelphia Geriatric Morale variables whether compared as husbawife of

Scale), family functioning (McMaster Family patient-spouses. Wives did not differ on any

Assessment Device), health status and patient | variables. Husbands from the stroke sample

functional capacity and were matgtaired to differed from the matched husinds on the

healthy normal couples. number of doctor visits made in the previous ¢
months.

Caregivers of 60 stroke patients were assessed fi Better functioning families were consistently

months after patient discharge from a ske care | high on signs of treatment adherence. Familie

unit using the McMaster Family Assessment Devi with specific dysfunction may not be as capab

(FAD) to determine the relationship between fami| of helping patients to comply with rehabilitatio

andpostst roke treat ment a|efforts asfamilies who function more

functioning capacity was measured using the effedtively.

Barthel Index and cognitive impairment with The

Mental Status Exam (MSE).
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Evans et al(1987)
USA

No Score

Clark and Smith
(1999)

Australia

No Score

Clark and Smith
(1999)
Australia

No Score

Dietz et al (2013)
USA

Qualitative

No Score

TP %iear=88+81.68mo

Nstar=9 (3 groups)
Nen=9 (3 groups)

The Family Assessment Device and clinical data |
60 stroke patients were used to predict outcomes
6-months and one year positroke.

60 stroke survivors, 46 spouses and 25 other fam
members were assessed for family function
(McMaster Family Assessment Device) on admis!
to and discharge from rehabilitation and at 6 and
months post discharge.

60 stroke survivors livinign a home environment
were assessed on admission to from discharge ai
then again at 6 and 12 months post discharge.
Assessments included the abnormal illness
behaviour, ADL ability, social activity, depression,
family functioning, and knowledge of strokare
and expectations of rehabilitation.

Population: Persons with Aphasia (PWA; N=3):
Mean age=56.33+24.85yr; Gender: Males=2,
Females=1. Primary Caregiver (N=3) and Membe
Social Network (N=3).

Intervention:; Data from personal interviews
conducted on a triad of people (person with apha:
(PWA), primary caregiver, and another member @
their social network) were assessed to determine
the social role changes experienced by PWA, to
understand the use of commucation strategies
when attempting to reclaim previous social roles,
and to determine whether discrepancies exist
between PWA and their potential proxies regardir
social role changes/adaptations.
Outcomes:Emerging themes regarding the
renegotiation of so@l roles of PWA.

Problem solving scores, family communicatior
skills and patient selfare ability predicted
family-rated patients adjustment.

Patient ratings reflected deteriorain of family
communication, role definition and general
family function. Spouse ratings reflected
deterioration of communication and role
functioning while behavioural control improvec
(indicating the adoption of a more flexible styls
of behavioural coniol). Ratings of other family
members demonstrated deterioration of family
role definition, gradual improvement in affecti
responsiveness and involvement and
improvement in behavioural control. Overall, ¢
greater degree of family dysfunction existed 1
months post stroke than on admissiermore
than ¥ of patients and 40% of spouses rated
families as dysfunctional at 12 months.

Multivariate regression analysis determined tt
global family function was a significant predict
(p<0.05) of improved ADL function at both 6 a

12 months post rehabilitation discharge along

Global family fundbning was also a significant

predictor of social activity as measured on the

Frenchay Activity Index at 6 and 12 months

(p<0.05).

1. Three major themes were generated: (1)
interpersonal life changes, (2) community
interactions and hobbies, and (3)
augmentative and alternative
communication (AAC) strategies.

2. (1) This reintegration process affects the
nature and qualityof personal
relationships not only for the PWA but als
to their caregivers and loved ones.
However, other members of the PWAs
social network did not experience life
changes of the same magnitude as prime
caregivers but instead, they focused less
on thenegative impacts of aphasia and
more on the residual skills of the PWA.

3. (2) Caregivers sometimes report
information that conflicts with the
perception of the PWA regarding pest
stroke interpersonal life changes and
community interaction/hobbies. PWA ten
to focus on the strategies that they
developed to overcome communication
barriers. Caregivers focused heavily on
their own experiences rather than the
experiences of the PWA.
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EpsteinLubow et al.

(2014)

USA
Retrospective
No Score
TP®ea=NA
Nstar=2747
Nen=2747

4. (3) All three members of each triad agree
that AAC was vital to the ability of élPWA
to return to prior social roles and to
renegotiate new roles.

Population; Feefor-service Medicare patients. 1. Compared to patients without a family
Patients With Caregiver; Age Range: <65 to >84y caregiver for the irhospital discussion,
Gender: Males=224, Females=258. Patients With patients with a family caregiver had highe
Caregiver: Age Range: <65 to >84yr; Gender: consent rates to the intervention (68.9%
Males=848, Females=1420. patient-caregiver dyads compared with
Intervention: To evaluate the association betweer 53.5% of patients alone; p<0.0001) and
family caregiver presence and patient completion completionof the intervention (44.84% of
the Care Transitions Intervention (CTI) for 30 day patient-caregiver dyads compared with
following discharge. 15.8% of patients alone; p<0.001).
Outcomes:Completion of the intervention after | 2.  There were no between group difference
discharge: defined by participation in, at minimurr regarding 36day admissions.

the post hospital home visit. 3. Patients with a caregiver present at

enroliment were twice as likely to consen
to participate compared with those
without one, after adjusting for potential
confounders (stats not shown).

19.2.4 Information Provision and Family Education

Table 19.2.4nformation Provision and Family Education PeStroke

Author, Year

Country Methods Outcomes
PEDroScore
Evans et a1988) | 213 patients & family caregivers were randomized| Six months after strok, all groups showed
USA one of three groups: Group 1 was assigned to an | worsening family function, but the education
5 (RCT) education group (two ‘our classes)roup 2 was | and counselling group demonstrated
assigned to a counselling group (2 hours of educai significantly less deterioration than controls or
as group 1 with an additional 7 individual 1 hour | problem solving, communication and global
counselling sessions); Control patients were asses family function. Only the counselling group
but caregivers were not scheduled for education ol significantly impreed patient adjustment
counselling. relative to control. One year after stroke, the
education and counselling groups were
significantly better than the control group on
caregiver stroke knowledge and family functio
problem solving, communication, affective
involvementand global family function.
Personal Adjustment and Role Skills Scale sc
were no different from normal whereas scores
for control and education were, indicating
significantly less adjustment.
Lorenc et al(1992) |30 stroke patients were randomly assigned to eith¢ Group B scored significantly higher than the
UK a no treatment control group (Group C), to receive| other two groups orknowledge scores. Subjec
3 (RCT) information package about stroke (Group A) or to | receiving information and metaognitive
receive an information package and asked to strategy recalled significantly more informatiol
question themselves about their comprehension of than the other two groups. No differences
the material in the information pack (Group B). between groups on consumer satisfaction.
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Mant et al.(1998) |71 patients and 49 caregivers were randomly plac( No significant differences were observed

UK into an intervention group that received informatior between the iriervention and the control

8 (RCT) packages about stroke, its effects, and local conta( groups on any of the outcome measures.
names and support groups or were placed into a | However, caregivers in the intervention group
control group that received no information packagg reported significantly better mental health thar
Patients and caregivers were followeehonths later| caregivers of the control group patients.
and interviewed on knowledge about stroke,
satisfaction on information received, access to
community services, health status and quality of lif

Grant(2001) This study involved 30 primary family caregivers w At 2 and 5 weeks, the telephone support grou
USA had primary unpaid responsibility for the patient ar, demonstratal significantly reduced levels of
4 (RCT) average of at least 6 hours day. Caregivers were | depression (p<0.01 and p=0.05, respectively).

randomly assigned to receive either a home visit o, While both intervention groups demonstrated
telephone contat from a registered nurse to develd less depression at 2®&eeks, differences
the use of social problem solving skills in managin( between intervention and control groups were
caregiving problems or to a control group that non-significant. At 2 and 5 weeks, the telepi®
received a sham brief telephone contact. group demonstrated higher problessolving
Intervention participants (home visit or telephone | scores on the Problem Solving Inventory (p=0
contact) received an indi 3hour training session, |and p=0.05, respectively). This difference was
prior to the discharge of the stroke survivor from | not significant at the post intervention
rehabilitation, to learn how to use positive problem| assessment. Level of caregiver education was
orientation in managing caregiving responses and| significantly associated witte presence of
were given a concrete list of problesvolving steps td positive problem solving skills (p<0.05). As for
follow. Subsequent éme visits/telephone contact | depression and problersolving, significant
lasted approximately 45 minutes. Contacts followe| differences in caregiver preparedness were
diminishing schedule (weekly for month 1;seekly | demonstrated between the telephone group
for month 2 and then once during thé%dnonth post | and the other groups at both 2 and 5 weeks, &
discharge). not at 13 weeksThere were no between groug
differences in general health status, caregiver
burden or satisfaction with services. Lower
levels of caregiver burden were demonstrated
to be significantly associated with positive
perceptions of preparedness at the 2 and 5
week assessments (p<0.05).

Rodgers et al1999) | 260 stroke patients and their carers were 47% of patients and 22% of carers randomize
UK randomized to receive either an invitation to attend to SEP completed the program.-S& scores
8 (RCT) the Stroke Education Program (SEP) envemtional | were similar for SEP patients and the controls

stroke unit care (control). The SEP involved one 1| Informal carers in the control group scored
hour small group education sessions for inpatients| significantly better on social functioning of-S&
and their carers, followed by sixtour educational |then SEP group. Patientacinformal carers in
sessions after discharge. The control group had | SEP groups scored significantly higher on strc
access to information leaflets about stmk6 months| knowledge than controls. SEP patients were
post stroke, study participants were assessed on t| significantly more satisfied with information
Short Form 36 healthy survey questionnaire-@8f, | they had received about stroke. No significant
Hospital Anxiety and Depression Scale (patients), | differences were noted between groups on
General Health Questionnaire (carers), Nottinghan emotiond or functional outcomes.

ADL and the Oxford Handicap Scale.

Mant et al.(2000) | Single blind trial of 520 patients and their carers | Carers in the intervention group had

UK (n=323) randomized to receive either famgypport | significantly better Frenchay activity indices, a
8 (RCT) care with the use of an informatiopackage or usual SF36 scores of energy, health, pain and physi
poststroke care. function. Carers of the intervention group wert

more satisfied with their undersinding of
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stroke, its causes, and how to prevent anothe
stroke. A further analysis of this study based ¢
data collected at one year post stroke (Mant e
al. 2000) demonstrated no evidence of benefi
to the stroke patients. Patients with greater
contact with the family support organizer were
more likely to be followed up. Benefits to care
seen at 6 months (Mant et al. 2000) persisted
one year, although this was no longer significe
(Mant et al. 2005).

Johnson & Pearson | 41 community dwelling stroke survivors were Results favoured the intervention. Participatio
(2000) randomly assigned to either a treatment or control | in the educational intervention was associatec
USA group. Treatment consisted of attending a series g with significantly éss depression and more hoj
5 (RCT) —2-hour educational clsses over a period of 4 when compared to the control group. There w

weeks. Study participants were assessed for a trend toward improved coping associated wi

depression, hope and ways of coping before and | participation in the intervention.
after the intervention.
Grant et al(2002) | 74 pimary family caregivers to a stroke patient, | Stoke survivors had suffered an ischemic strc
USA related by blood or marriage, with nememunerative | caused by either thrombi or emboli, were 35
4 (RCT) responsibility for stroke survivor for an average of { years of age or older, with FIM score 38 and
least 6 hours a day after discharge were randomiz| discharged home from rehab facility. The SPT
to one of 3 groups. Group 1 participated in social | group had better problem solving skills, greate
problemsolving telephone partnerships (SPTP) alq caregiver preparednss, and, less depression
with usual discharge planning services. Group 2 | compared to the other 2 groups. However,
received a sham telephone intervention in addition there was no significant difference in caregive
to usual discharge planning services and group 3 |burden between the groups.
received only the usual discharge planning service

Van den Heuvel et a 212 participants (main caregivers of non The intervention groups demonstrated a
(2002) institutionalized stroke patients) were randomly | significant increase in knowledge about patier
Netherlands assigned to either a-8reek group program consistir| care and about seléfficacy. The amount of

5 (RCT) of 8 meetings, 16 hours of education or to 8 to 10 | sodal support remained stable in intervention

weeks of home visit programs consisting of 4 visits groups, but decreased in control groups. Ther
hours d education or to a control group. The Grouy was no significant difference between the hon
and Home programs dealt with topics such as visit group and the group support program.
expressing emotions, receiving information and | However, younger female caregivers benefite:
learning how to use active coping strategies. Fewe the most from the interventios.

topics were dealt with during each home visit than

during each groupisit. Health education nurses

supervised the Group program and specialized

district nurses supervised the Home visits.

Clark et al(2003) 62 patients with stroke and their spouses were Both patients and spouses of the intervention

Australia randomized to either the intervention group, group demonstrated better family functioning

6 (RCT) receiving a stroke information package and 3 than the control as measured by the McMaste
counselling visits or the control group, receiving ng Family Assessment Device. Function recoven
information or counselling. Patients and their measured by théarthel Index and social
spouses were assged at admission, discharge and recovery as measured by the Adelaide Activiti
moths after discharge. Profile were significantly better in the

intervention group compared to the control
group. There were no significant differences
between groups on measures of health status
depresson, anxiety or mastery at 6 months.
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Hartke and King 88 spouses or spousal equivalents of stroke surviyv Participants in the telephone group

(2003) who also acted as the primary caregiver to the strq demonstrated significant reduction of stress
USA patients, wererandomized to either the telephone | over time (p<0.01) but this change did not diff
5 (RCT) support group intervention or to receive usual care from that of the usual care group. Participants

The telephone group received &hbur conference | the usual care group showed a significant
call education sessions. This group received many increased in burden (p<0.05) while the
outlining the eight topics of discussion. The manug telephone group showed a significant increasts
also includd an audiotape of a relaxation procedur| in competence (p<0.05).

and a publication on stress management. The Usu

care group also received the same stress

management publication and a brief written

description of caregiver stress and stroke. The ust

care group did not receiveny regular support

sessions.

Kalra et al(2004) | 300 carers of stroke patients were randomised to | Care costs for patients whose caregivers

7 (RCT) intervention or control conditions. Participants in th received training were lower than for those
control group received training in basic nursing an( whose carers were urdined (p=0.001). Trainin
techniques to facilitate basic personal care. was associated with less caregiver burden

Outcomes assessed included cost to health and s(¢ (p=0.0001), anxiety (p=0.0001), depression
services systems, caregiving burden, functional st¢ (p=0.0001) as well as improved quality of life
of both patient and carer (Bl and FAI), psychologic| (p=0.001). Mortality, institutionalization and
state, quality of | if e, functionalstatus of the patient were not
or mortality at one year post stroke. associagd with caregiver training. Training wa
associated with lower levels of patient anxiety:
(p<0.0001) and depression (p<0.0001). Patier
of trained carers also reported higher quality ¢
life than those whose caregivers had not beer.
part of the training inervention (p=0.009). A
subsequent study examining cost effectivenes
(Patel et al. 2004) reported that patients
involved in the training condition had shorter
lengths of stay and received less physiotheray
and occupational therapy than patients in the
control condition. Total healthcare and social
care costs were significantly less for patients
whose caregivers received training. This
difference was attributed to the shorter length:
of stay experienced by patients whose
caregivers received training. Whitet
di fference in caregiyv
was attributed to relative insensitivity of the
measurement instrument.
Smith et al(2004) | 170 patients admitted to a stroke rehditation unit | There were no significant differences in stroke
UK and their carers were randomly assigned to receiv( knowledge between treatment groups at 3 & ¢
8 (RCT) either usual care or an education intervention month assessment. There was no significant
consisting of a Stroke Recovery Programme Manu change in knowledge between baseline and 6
and biweekly meetings with the mukHidlisciplinary | months in either grougp=0.24). At 3 months
care team to receive information, discussogress | and at 6 months, participation in the educatior
and develop goals. The primary study outcome wa program was associated with reductions in
stroke knowledge (both carer and patient). patient anxiety as measured on the Hospital
Secondary outcomes included physical and sociall Anxi ety and Depressic
function, handicap, patient and carer mood and | (p=0.034 and p=0.021 respectively). There we
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Larson et al(2005a)
Sweden
5 (RCT)

Grasel et al(2005)
Germany
No Score

patient and carer satisfaction. Assessment of

outcome was undrtaken at 3 & 6 months post
discharge by home visit.

100 spouses of stroke patients were randomly
assigned to either a control groups (n=50) or

no other significant differences reported
between treatment groups.

Attendance in the intervention programme wa
71%. There were no significant differences

intervention group (n=50). Intervention consisted g between groupon measures of quality of life,

a small group (10 participants in each group)

well-being, life situation or health state. Within

education and support program conducted once pt group analysis demonstrated that, during the
month for 6 montls. Sessions consisted of a lectur( intervention, participants attending the

on a given topic (nature of stroke, treatment and

education programme reduced their negative

recovery, psychological and social effects of stroke well-being. Unfortunately, this was a tempany
secondary prevention) followed by group discussic effect, ending after the intervention did.

The control group received regular information
during hospitaliation and at discharge with the

Participants described the education
programme as a positive experience and

option to attend a single open session with a strok{ appreciated meeting others in similar situatior

specialist. Outcomes were assessed viasgibrt

questionnaires.

and the opportunity to talk about their own
situation.

71 patients/carers received either standard transiti| 62 patient/carers completed followp

intervention (prior to hospital discharge) or the
intensified transition intervention. Standard
transition included advice/practical help

(insurance/forms), mediation with selfelp groups,

assessments. For patients, there were no
significant differences between groups in tern
of patient function on either the Bl or FIM;
however, both groups experienced significant

observing therapy sessions, one brief care advice,| increases in function over tim&valuations of
application for nursing aids & forwarding a report t( Timed up & go demonstrated more successfu
outpatient service. Intensive transition added the | completions associated with membership in tf
following: psybo-educational seminar for carers, a | intervention group. There were no significant
session training course (nursing), therapeutic between group differences for change in carel
weekend care at home prior to discharg, telephone physical health or depressive symptoms over
counselling for 3 months postischarge (initiated by| the 6-month period. For healthcare/resource
the clinic). Followup assessment was at 6 months | use, participation in the intervention was
following dischage. associated with significantly fewer physician
visits between baseline and folleup (p=0.018).
More intervention participants made use of
outpatient services (50%) than control group
(33%).
257 family caregivers of stroke patients were In general, caregivers reported involvement in
randomly allocated to group education/counselling| the intervention as a positive experience,
(n=130), home visiting education/counselling (n=7{ however, the program was criticised for lack o
or control group (n=49). Group intervention took | follow-up. Some caregivers participating in the
place over 10 weeks. Groups of 2@2 met 8 times | home visit condition complained about the lac
for 2 hours. Home visiting consisted of 4 visits of 4| of peer contact whe caregivers in the group
hours long also over 10 weeks. The content and u{ session complained about lack of individualise
of counselling and educational strategies was the | attention. Caregivers in the group condition
same for both group and home settings. Sessions | experienced significantly greater informationa
were conducted by experienced home care nurseg support and emotional support than caregiver
Outcome assessment included evaluation of the |in the home visiting condition (p<0.009)here
program on a visual analogue scale, preferences f| was no difference between groups in advisory
type of intervention, and the mechanisms of chang support, normative support or gaining self
questionnaie. knowledge. More caregivers preferred group
intervention, but caregivers with this preferenc
tended to experience greater burden than tho:
who preferred home vigs (p<0.05). No

Schure et al(2006)
Netherlands
5 (RCT)
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comparisons with the control group were

reported.
Lowe et al(2007) | 100 consecutive stroke patients admitted to a strol| At baseline, both groups demonstrated similal
UK unit were randomized to receiveither usual care | levels of stroke knowledge (p=0.91). By 3
6 (RCT) (stroke information handouts) or usual care + the | months post stroke, patients in the carefile
“carefile”. The car ef i | groupdemonstrated significantly greater strok
general information, community contacts/local knowledge than the control group (p<0.05). Tt
support agencies, and patiesspecific information. | difference was maintained at 6 months
Any information not pertinent fothe individual (p<0.005). At six months, most (98%) patients

patient was removed. The contents of the file were the intervention group reported that the carefil
reviewed with the patient at a bedside discharge | provided useful information and more than %2

meeting— patients were advised to take the file with (53%) said that they usedas reference

them to future appointments. Assessments were | material regarding their stroke. 98% reported

conducted at 3 and 6 months post strokg &n that they would recommend its use to other
independent researcher. Primary study outcome w stroke patients. However, at 3 & 6 months les
stroke knowledge. than 30% of patients in both groups reported

receiving sufficient information about stroke
causes and preantion. There were no
significant between group differences regardir
satisfaction with information received.

King et al(2007) 25 caregivers of stroke patients participated in a | Over time, caregivers demonstrated significan

USA caregiver problersolving intervention over 10 improvement in depression (p<0.001),

No Score sessions. The intervention combined problamlving | preparedness (p<0.001) and anxiety (p<0.05)
skills with relaxation training. Additional content | Caregiver assessmeat survivor motor
included stress management, sefiire, resources, | (p<0.001) and cognitive function (p<0.001) als
behavioural management and risk factors for demonstrated improvement over time. At time
recurrent stroke. A manual was provided containin| 2, depression was significant lower in the
session content and personalized information. intervention group than in a matched
Sessions began with an introductory meeting ane | comparison group (p<0.05). Burden and takin
3 faceto-face sessions while the survivor was care of own needs botworsened over time.
hospitalized. Remaing sessions were conducted b| The intervention was rated as somewhat to ve
telephone and lasted approximately 450 minutes.| helpful by 92% of the participating caregivers.
Assessment data was collected at baseline, 18
weeks post discharge and 6.8 weeks post
discharge. Caregiver outcomes included depressic
anxiety, perception of lifehanges and health
caregiving. Caregivers also provided a rating on th
FIM to assess survivor function.

Johnston et al. 203 stroke patients & their carers werendomly At 6 months, patients in the interventiogroup

(2007) assigned at discharge from hospital to receive eith, demonstrated significantly better disability

UK a workbookbased intervention or control (normal | recovery than those in the control group

7 (RCT) care) conditions. The intervention was administere] (p=0.019) as assessed on the Observer Asse:
over 5 weeks & consisted of information and exerq Disability scale. There were no significant
accompanied by regular contact (home tgst between group differences on the Barthel Inde

telephone) to monitor goals & achievements and | Similarly, there were nsignificant between

provide support. A pilot study of the intervention | group differences in either patient or carer

(Frank et al. 2000) demonstrated to significant scores on the HADS, or for patient satisfactior

between group differences for functional limitationg with care. There was a significant group X tim

or mood. interaction for “conf
however, this did not modify the intervention
effecton recovery from disability. There were
no significant effects on carer outcomes
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(distress or satisfaction with care) associated
with the intervention.

Hoffmann et al. 138 stroke patients were randomly assigned to | There were no significartetween group
(2007) receive either computegenerated tailored written | differences for change in knowledge, self
Australia information or generic written information. The efficacy, depression or perceived health statu:
8 (RCT) intervention material was customized for each from baseline through followup. Patients

patient based on collaboration between the nurse | receiving the intervention were significantly
and the patiento determine individual informationg more satisfied than patients in the control grot
needs and optimal format for layout and with the content (p=0.003) and presentation
presentation. Primary outcomes included stroke | (p<0.001) of the written information they
knowledge, sefefficacy, anxiety & depression and | received. Significantly more patients in the
perceived health status at 3 months pedischarge. | control group than the intervention group
expressed a desire for additional information

(p<0.001).
Green et al(2007) | 400 patients with TIA or mild stroke seen in a strok There was a significant betweeayroup
Canada prevention clinic were randomly assigned to receiy| difference for stroke knowledge (symptoms, ri
8 (RCT) either a single, on®n-one educationalcounselling | factors and actions) at thremonths (p<0.001)

inter view and an appoi nt radjusting for baseline knowledge scores. Thel
usual care (brief discussion of stroke and access t{ was shift from passive to active change for the
pamphlets). The primary outcome was knowledge | whole sample, but there was no significant
acquisition and retention at 3 months. Stage of | betweengroup dfference noted for this

change was also assessed. variable.
Oupra et al(2010) | 140 patients with stroke & their family caregivers | Both groups demonstrated significant
Australia & were recruited and assigned to receive either the |improvement in psychological health (GF28
Thailand Suppotive Educative Learning Program (SEDE70 | scores) from discharge to folleup (p<0.001);
No Score patient/caregiver pairs) or usual care (n=70 however, caregivers in the intervention group
patient/caregiver pairs). Intervention & control had better GHQ scores at both discharge and

conditions were conducted at separate facilities. | follow-up than caregivers assigned to the
Caregivers enrolled in the SELF program participa control condition (p=0.006 & p<0.001,

in 3 group sesions containing a combination of respectively). Caregivers in both groups
didactic teaching, demonstration and handa demonstrated a significant reduction in strain
learning as well as written materials. After discharg over time (p<0.001, both groups). Assignment
intervention caregivers were contacted via telepho| the control group was associated with greater
once per month for three months. Outcomes strain than intervention at both assessment
included patient psycholical health (GHQ8) and | points (p<0.001 at discharge and follay).

the Caregiver Strain Index (CSI). Assessments we

administered at discharge andrBonth follow-up.

Bakas et B(2009) | Within one month of discharge home, 50 patients | Outcomes were not assessed over time, rathe

USA and their carers were randomly assigned to either | separate analyses were conducted at each of
6 (RCT) the TASK intervention group or an attentional cont| the 3 assessment points. Relative to the contr
group. At baseline, a TASK notebook (tip sheets fd¢ group, the TASK intervention was associated
skilkbuilding, stress manageemt workbook, with improved optimism at 4, 8 and 12 weeks

brochure on family caregiving) was sent to TASK | (p=0.02 at each time point)mprovements in
participants. Caregivers received 8 weekly calls fr¢ perceived task difficulty were noted in favour (
a trained TASK nurse who facilitated weekly the intervention group at 4 weeks only (p=0.01
assessments of skill needs and gave individualize( Threat appraisal (the anticipation of harm or
assistance based on skills identified as imaot by | loss associated with provision of care) was
the carer. Participants assigned to the attention | significantly decreased in the TASK group
contol group received only the brochure on family | relativeto the control group at 8 and 12 weeks
caregiving and 8 weekly calls from a nurse who | (p=0.02 & 0.01, respectively). There was a-no
engaged in active listening, but offered no advice ¢ significant trend toward reduction of depressiv
information. 6 study outcomes (optimism, task
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difficulty, threat appraisal, depressive symptoms, li symptoms at 4 weeks associated with the TAS
changes and perceived general health) were asse; intervention (p=0.08).
at 4, 8 and 12 weeks.

Perrin et al(2010) |61 carer/patient dyads from either Puerto Rico or | There were no significant treatment effects on

USA Texas were randomly assigned to either the depression associated with the TAP program,

3 (RCT) Transition Assistance Program (TAP) or usual carg although participation in the program may hav
The TAP is described as a brief intervention with 3 had some minor pdtive effect on individuals
elements: skill dvelopment, education, supportive | who scored above the threshold for possible
problem-solving (via videophone). Just prior to depression on the CE3 administered at
discharge, participants received one fatweface baseline. There was a significant betwegmoup
interview with a clinical interventionalist, followed L difference in change in carer strain between 1
4 videophone contacts with carers (one call in eac| and 3 months, such that individuals assigned
weeks 1,2,4and 6). The principle educational tool |the TAP program experienced a decrease in
us ed Anxzaidebdok for Caregivers of Veterans| reported strain while individuals in the control
PostStroke . Out comes i ncl ud groupreportedincreased strain (p=0.01). Witf

(Caregiver Strain Index), depression (CES the treatment group, satisfaction with the TAP
satisfaction with the use of telehealth technology a program was inversely correlated with strain
veteran functionaktatus (FIM and FONEM). and depression in caregivs (r=-0.44 and 0.53,
Assessments were conducted at baseline, 1 and 3 p<0.01). Patient function was similarly
months postdischarge. correlated with carer satisfaction with the TAP
program.

Cadhilac et af2011) | Individuals with stroke (n=143) were recruited fron| 52% of participants with stroke were able to

Australia hospitals and were randomly assigned to attend | complete the SSMP vs. 38% tbe generic

7 (RCT) either a stroke specific sethanagement program | intervention (p=0.18). Attendance by informal
(SSMP) (n=48), a generic seinagement program | carers was not reported. Improvements in all
(n=47), or be given access to information and health domains were noted for participants in

education povided by the hospital team or GP all 3 conditions. There were no significant
(n=48). The SSMP was aw8ek program facilitated| differences between groups in terms of positiv
by health professionals and peer leaders. Participg life engagemat, quality of life or mood.

(and informal carers if they elected to attend) enga Examination of effect sizes revealed larger

in skill development through practical problem positive effects (indicative of benefit) associat
solving, idefification and use of available resource{ with treatment for individuals in the SSMP anc
and behavioural change. Topics/information is generic programs than those in the control

specific to the experience of stroke. Thev@ek condition. In terms of positive/active
generic program covered a range of topics, but wa engagement, effect sizes were 1.47 and 0.66
not stroke specific. the SSMP and generic programs, respectively

In addition to feasibility outcomes, assessref
positive/active life engagement, quality of life and
mood (Irritability, depression and anxiety) was
conducted at baseline,-2 weeks and 6 months
following program completion.

King et al(2012) 255 caregivers were randomized to either the There were no significant differences in
USA intervention (n=136) or control (n=119) group. The outcomes between the intervention and contre
7(RCT) intervention was a caregiver problem solving group. The meihtor variable, caregiving

intervention (CPSI) that involved 10 sessions with | appraisal (threat appraisal domain) was
clinical psychology student (advanced) and focuse significantly associated with greater depressic
on skillsfor problem solving and coping with the | and anxiety, less preparedness and more
stressors of caregiving. The control group was a4 negative perceived life change. (p<0.0001). A
list group that received usual care. Outcomes were 4 months after discharge (time 2), caregivers
assessed at baseline;43months after dicharge, 6 | the intervention group experienced significant
months, and 12 months after discharge. Caregiver| lower levels of depression and improved heall
were assesed for depression (CES, perception of | and perceived caregiver outcomes compared
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Eames et a(2013)
Australia
7 (RCT)

Aquirrezabal et al
(2013)

Spain

PCT

No Score
TPSxp:].Wk
TPSo=NA
Nstar=271
Nen=150

Godwin et al(2013)
USA

PrePost

No Score
TP®ean=NA
Nstar=159

Nen~134

Life Change (BCOS), prepardness (Prepardness fi wait-list controls. These differences were not
caregiving scale), anxiety (Profile of Moods Scale) maintained at 6 or 12 months.

and family functioning (General functioning scale ¢
the Mcmaster Family Assessment Device). The
mediator and maerator variables of these outcome
included caregiver perceived health, resources ant
stressors, appraisal of caregiving and coping with
problem solving.

138 patients and their caregivers were randomizeq Data were combined for stroke survivors and

either the intervention (n=71) or control (n=67)

their caregives. Participants in the interventior

group. In addition to standard care provided to the| group experienced statistically significant

intervention and control groups, the integewntion

increases in sekfficacy for accessing stroke

group received an education and support package information, had greater feelings of being

which included an information booklet, telephone

informed and had more satisfaction with

contact for a trained professional, and a telephone| information received on all levels. The prirga

number that patients or caregivers could contact.
Stroke knowledge as measured by theifsm

outcome, stroke knowledge, was not
significantly different between the groups, nor

Knowkdge of Stroke questionnaire was the primar| was level of anxiety, depression, quality of life
outcome of the study. Secondary outcomes includi caregiver burden.

selfefficacy (using the Seéffficacy to Perform Self
Management Behaviour), anxiety and depression
(Hospital Anxiety and Depression ScattADS),
patient qualty of life (using the Stroke and Aphasia
specific quality of life scale SAQO439g), and
caregiver burden (Caregiver Strain Index). Outcorr
were assessed prdischarge and at 3 month follow
up.

Population: Experimental Group (EG, N=76): Mear
age=68.05+12.2yr; Gender; Male=53, Female=23.
Control Group (CG, N=74): Mean age=65.4+12.14
Gender: Male=52, Female=22.

Intervention: The EG attended an educational
session consisting of information and a caregiver
training class provided by a muttisciplinary team
along with a clinical patient guidebook given to all
patients. The CG received information and suppor
upon request withait coordination from physicians
and therapists. The intervention lasted 2hrs and wi
provided once only. Assessments were conducted
baseline and at 6m followp.

Outcomes:Patient satisfaction questionnaire
(HospSat/HomeSat); Caregiver satisfaction.
Population: Intervention Group (N=159): Mean
age=66.4+9.14yr; Gender: Male=119, Female=60.
Intervention: The intervention group received an
educational program focusing on recovery, skill
training, counseling, and community resources. Th
length and frequency of the intervention was not

noted. Assessments were conducted at baseline, ¢ 3.

and 12m followups.
Outcomes:Mutuality Scale (MS); Perceived Stress
Scale (PSH0).

HomeSat ratings of satisfaction after
discharge were significantly higher for the
EG in regards to amount of information
received, community support, hospital
contact (all p<0.001) and preparation for
returning home (p=0.03) compared to the
EG at 6m followup.

HomeSat total ratings were significantly
higher in the EG compared to the CG at |
follow-up (p=0.001).

Caregiver satisfaction was significantly
higher for the EG on all three satisfaction
questions compared to the CG caregiver
at 6m followup (all p<0001).

MS scores were significantly higher amol
patients compared to their caregivers
(p<0.0001) over all timpoints.

PSSL0 scores were significantly lower
among patients compared to their
caregvers (p<0.0001) over all timgoints.
PSSL0 scores for caregivers who
completed the 12m followup were
significantly higher at baseline compared
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Mores et al(2013)
Canada
Observational

No Score
TP®ean=NA
Nstar=11

Nen11

Danzl et al(2013)
USA

Qualitative
Descriptive Study
No Score
TP&ean:3.6yr
Nstar=25

Nend=25

to caregivers who withdrew from the stuc
at baseline and 6m followp (p=0.02).

4. MS scores among caregiverssva
significantly assof
PSSI0 scores (p<0.0001).

5. PSSL0 scores for patients was significant

associated wi4hscoces I
(p=0.047).

Average OCBS score was high (44/75),

indicating that caregivers were providing |

extensive amount of care to the stroke
survivors.

Program helped to improve caregiver anc

stroke survivor quality of life.

Caregivers were satisfiagith the length of

each FICSS session and duration of the

program. Suggestions included; the
utilization of afternoon or evening sessior
the use of various times throughout the
day, and the need for the program to be
offered as soon as possible.

4. The focs group recommended the
following changes to the program:
removing homework, offering community
resources earlier in the program, removal
of sexuality component and its
replacement with more important topics,
and a less structured format. Evaluation I
program facilitators agreed and went
further regarding the program content,
resources and exercises, participant and
facilitator manuals, and overall program
facilitation.

Stroke onset

1 There was a lack of knowledge of stro

prevention and warning symptoms

Population: Mean age=58yr; Gender: Males=1, 1.
Females=10.

Intervention: A semistructured focus group was
conducted 1m after the end of the Family Informal
Caregiver Stroke Sellanagement (FICSS) progra | 2.
Program facilitators evaluated each module at the
end of each session and a completed a summative 3.
review at the end of the program.

Outcomes:Oberst Caregiving Burden Scale (OCB¢
time subscale), Perceived program impact, timing
the program, overalprogram evaluation.

Population: Stroke Survivor Group (SS, N=13): Me| 1.
age=63.4yr; Gender: Males=4, Females=9. Caregi
Group (CG, N=12): Mean age=55.9, Gender: Male
Females=7. T Lack of access to emergency services
Intervention: In order to describe the experience of 9§  Distrust in local health care services
stroke for survivors and their caregivers in the rural 2, Transition through the health care
Appalachian Kentucky region, sestiuctured, open continuum

ended interviews were conducted with the stroke 1 Acute care

survivor (SS), caregiver, or both based upon 1 Those that could rememey
participant prefeence. described the value of emotional

OutcomesSummary of partici support from social networks and
stroke through the following structure: stroke onse from health care providers

transition through the health care continuum (acute 1 There should be careful
care, inpatient rehabilitation, and communityased consideration of the language use
rehabilitation), and reintegration into life and their when describing the stroke
rural community. 1 Inpatient rehabilitation
1 Some participants were released
home directly fran acute care and
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found they were unprepared to
deal with their condition
1 Interaction with other people with
stroke and the health care
providers who were knowledgeabl
about stroke helped SSs avoid
feelings of isolation from their
usual social circles
1 Communitybased rehabilitation
1 Sharp decline in support from
health care system
1 Challenges in accessing emergen
care extended to rehabilitation
services in rural areas
1 Patients were often unaware of
local or online resources and acce
to the proper serices usually came
from knowing the right people
1 Mostimportant need in local
community-based rehabilitation
was psychological support
1 Some participants had difficulty
adapting and felt a loss of
freedom/independence while living
in a skilled nursing fady
T Nursing facilities led to feelings of
guilt and distrust of care providers
by the SS's cari
3. Reintegration into life and rural
communities
1 Slow physical recovery and challenge
resuming previous roles lead to loss ¢
personal identity
1 Hobbies/acivities were difficult due to
residual physical/cognitive deficits ani
lack of support from the community
1 Nonexistent respite services for
caregivers
1 Coping mechanisms included: prayer
having a positive outlook, goal setting
and embracing/modifying pasbles
1 Positive community support facilitatec
coping and reintegration, however
some participants felt that there was ¢
lack of understanding by their peers

Pringle et al(2013) |Population:Stroke Survivor Group (SSG, N=12): Al 1.  Revisioning

UK range=4782yr; Gender: Males=7, Females=5. Car¢ |  Altered concept of Image and identity
Qualitative Group (CG, N=12): Age range=85r; Gender: f Alternating focus and a new reality
No Score Males=2 (1 survivor nominated 2 carers), 2. Reconnecting

TP&ea=NA Females=11. f  With the past/past self

Nstar=12 Intervention: Data vas collected through participan| ~ q  with choice and control

Nen=12 diaries for up to 1mo after discharge as well as
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Cobley et al(2013)
UK

Qualitative
No Score
TP®ean=NA
Nstar=19
Nen=19

Hebel et al(2014)
Poland

Cohort

No Score
TP&x=NA
TPSo=NA
Nstar=243
Neng=157

interviews 1mo after discharge to raise awareness, 3.

the support healthcare workers can provide stroke
survivor (SS)/carer dyads during this time.
Outcomes:Thematic analysis

Population: Mean age=69.85+13.42yr; Gender:
Males=13%, Females=87%.

Intervention:To determine pati
experiences of Early Supported Discharge service:
and inform future Early Supported Discharge servi
development and provision.

Outcomes:Themes that were common to
participants receiving Early Supported Discharge
Servces.

Population; Experimental Group (EG,
N=Unspecified): Median age=72yr; Gender:
Unspecified. Control Group (CG, N=Unspecified):
Medianage=72.5yr; Gender: Unspecified.
Intervention: The EG and their families received ar
educational program that consisted of a presentati
and training in patient positioning and position
changing techniques. The CG did not receive any
educational materialThe intervention was provided
two times with each session lasting 2hrs.
Assessments were conducted at baseline, 3m and
12m followups.

Outcomes:Barthel Index (Bl); Modified Rankin Sca
(MRS)Nottingham Extended Activity of Daily Living
Index (NEADL).

1.

2.

Revisitinghelped participants to make
sense of their situation

1  The stroke event
1 Previous life

Themes specific to participants receiving
Early Supported Discharge services were
the homebased form of rehabilitation;
speed of response; intensity and duration
of therapy; respite time for the carer;
rehabilitation exercises and provision of
technical equipment; disjointed transition
between Early Supported Discharge and
ongoing rehabilitation services.
Participants receiving Early Supported
Discharge or conventional community
services experienced difficulties related t
limited support indealing with carer strain;
lack of education and training of carers;
inadequate provision and delivery of
strokerelated information; disjointed
transition between Early Supported
Discharge and ongoing rehabilitation
services.

Bl median scores were significantly
different between the two groups at
baseline (p=0.02).

MRS median scores did not differ
significantly between the EG and CG at ¢
follow-up (p=0.18) but both groups
improved from baseline to 3m followp
(p<0.002 and p<005 respectively).

Bl median scores did not differ significan
between the EG and CG at 3mo follogw
(p=0.07) but both groups demonstrated ¢
significant increase from baseline to 3m
follow-up (both p<0.001).

NEADL median scores differed significar
between the EG and CG (p=0.004) at 31
follow-up.

MRS median scores did not differ
significantly between the EG and CG at
12m followup (p=0.53) but both groups
improved across all three assessment
points (both p<0.001).

Bl median scores did not differ si§jnantly
between the EG and CG at 12m folloyw
(p=0.65) but both groups improved acros
all three assessment points (p<0.001 anc
p=0.002 respectively).

NEADL median scores did not differ
significantly between groups at 12m
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follow-up (p=0.27) but both th&G and CC
had improved significantly from 3m to 12
follow-ups (p<0.001 and p=0.003

respectively).

Stone et al(2014) | Population; Stroke GrougN=36/70): Age range=18|1. No significant relationships were found for
USA 34yr: Gender; Males=25/70, Females=45/70. the following: CG and patient age or gend
PrePost Intervention: A website was provided to caregivers CG and patient experience with computer
No Score (CGs) with resources andneail access to a amount of assistancpatients needed, or
TPSlean=NA rehabilitation nurse practitioner. CGs were assesst the number of times accessed internet.
Nstar=70 before and after the utilization of the wsite. 2. The use of the website was found to
Nen=30 Outcomes:Preparedness for Caregiver Scale (PCS improve scores on questions3, 7-8, and

Client Satisfaction Questionnaires (CSQ). the summary scale (Q1: How well prepare

do you think you are to take care of your
family member’ s Idowy
well prepared do you think you re to take
care of his or her emotional needs?; Q3:
How well prepared to you think you are to
find out about and set up services for him
her?; Q7: How well prepared to you think
you are to make caregiving activities
pleasant for both you and your family
member?; Q8: How well prepared do you
think you are to respond to and handle
emergencies that involve him or her?).

Muller et al (2014) |Population:Mean age=32yr; Gender: Males=10, | 1. Changes in the SIS handicap domain

USA Females=3. reached statistical significance (p=0.034)
PrePost Intervention: The Young Empowerment Stroke and also the CIQ total score (p=0.028) ar
No Score Support (YESS) Program is a hosfhigaledprogram the home integration domainp=0.002).
TPRange<lyrto 8yr |thatis based on occupational therapy principles, | 2. The post group survey collected descripti
Nstar=23 designed to provide support and education for data about social and communication
Nen=13 younger individuals with stroke. The YESS group r activity outside of the group context and i
9x over 18 weeks for 6 months. results showed that half of individuals
Outcomes:Socialization, healthy coping, and role reported interaction with another member
attainment: Strokdmpact Scale (SIS); Community outside of the group context via text,
Integration Questionnaire (CIQ); and a member Facebook, phone, iperson, or email.
satisfaction questionnaire. These findings were important since one

the goals of establishing the group was fc
encouragement of social and community
participation inside and outside the group
context.

3. Over half of the group members reported
they engaged in various leisure and ADL
opportunities outside of the group contex
and also reported socialization as a favor
aspect of the group process.

4. Participants indicated that the most usefu
aspects of the group process was learnin
about new ifformation, education, and
information on community resources.
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19.3 Leisure

19.3.1 Social and Leisure Activities Post Stroke

Table 19.3.1Social and Leisure Activities Post Stroke

Author, Year
Country
PEDro Score
Lawrence and
Christie(1979)
Australia
No Score

Labi et al(1980)
USA
No Score

Belcher et al.
(1982)

USA

No Score
Feibel and
Springer(1982)
USA

No Score

Putterill et al.
(1984)
Australia

No Score
Davidson and

Young(1985)
USA

No Score

Belanger et al.

Methods Outcomes

45 people who had suffered a stroke 3 years | Deterioration of interpersonal relationships was
previously and their close relatives and friends | reported; 70% viewed their future with uncertainty or
were interviewed about life changes attributed t| gloom; physical disability in itself was less important

the stroke. than people’s response t
and dysfunctional responses wereggent in over half
the group.

121 stroke survivors and 141 controls with A significant proportion of survivors manifested social

minimum score of 20.0 on the Kenny setfre disability, despite complete physical recovery. Age,
evaluation were tested on three parameters of | physical impairment or specific neurological deficits
social function-socialization in the home, could not account for most ohi disability. The greates
socialization outside the home and hobbies and social functioning impairments were seen in women &
interest—to determine sociateintegration of those of higher educational background.

longterm survivors of a completed stroke.

An exploratory study of theocialleisure levels of| Single patients demonstrated greater levels of

42 married and 31 single individuals after stroke participation in performing personal care, home
Patients were studied using the Activity Pattern| management and social ietaction activities.

Indicator.

91 stroke patients were assessed for physical | Incidence of depression was 26% 6 months after stro
independence in activities of daily living and | Depression was significantly correlated with failure to
mobility via the Katz Index, and, depressiby resume premorbid social activities. Degsed patients

nurses’ observation, |lostamean of67% of their previous activities.
somatic complaints and number of social Depression status was not significantly correlated to
activities. age, sex, marital status or side of brain involvement.
41 patients were assessed via a standard Most patients were found to be unoccupied during the

questionnaire to evaluate problems experience( day, even in mobile patients.
after stroke.

29 stroke patients living in private homes for 1 t| Inability to resume former social activities was reporte

7 or 12 to 18 months were interviewed in their | by 38% of the patients. None of the patients had

homes with a 16 question interview form to become involved in any new activities and 58% of

determine the pati ent ’patientsreported feeling lonely. Life after stroke was

ability to function since discharged to home. rated to beof poorer quality than before by 86% of the
patients. Younger patients reported a greater loss tha
older patients did.

129 stroke patients returning to theommunity | At 6 months, 45% engaged in multiple ptogdiactivities

(1988) were assessed 1015 days following discharge | on a weekly basis, however, approximately ¥ of patie
Canada and again at 6 months post discharge. Assessn did so rarely or not at all. Individual activities within th
No Score included percepti on o1home,suchashobbies orcrafts were reduced when
effects”, social-ecenomi¢ icompared with a “similar
information. watching television was nre frequent among stroke
survivors. More than half of the stroke survivors almo
never go for outings outside of the home and only 27|
reported going out once a week.
19. Community Reintegration pg.66of 123

www.ebrsr.com


http://www.ebrsr.com/
http://www.ncbi.nlm.nih.gov/pubmed/554454
http://www.ncbi.nlm.nih.gov/pubmed/554454
http://www.ncbi.nlm.nih.gov/pubmed/7458619
http://www.ncbi.nlm.nih.gov/pubmed/7092530
http://www.ncbi.nlm.nih.gov/pubmed/7092530
http://www.ncbi.nlm.nih.gov/pubmed/7082155
http://www.ncbi.nlm.nih.gov/pubmed/7082155
http://www.ncbi.nlm.nih.gov/pubmed/6328680
http://www.ncbi.nlm.nih.gov/pubmed/6328680
http://www.ncbi.nlm.nih.gov/pubmed/3845961
http://www.ncbi.nlm.nih.gov/pubmed/3845961
http://www.ncbi.nlm.nih.gov/pubmed/3267674
http://www.ncbi.nlm.nih.gov/pubmed/3267674

Niemi et al.
(1988)
Finland

No Score

Young et al.
(2001)

UK
No Score

Sveen et al.
(2004)
Norway

No Score

Schepers et al.

(2005)
Netherlands
No Score

Boosman et al.

(2011)
Netherlands
No Sore

Kwok et al.
(2011)
Hong Kong
No Score

Quality of life of 46 stroke survivors under the a| Quality of life 4 years positroke had not been restorec
of 65 years in a stroke register was studied 4 ye to pre-stroke levels. Deterioration among domains
after stroke. A questionnaire covering 4 domain| ranged from 39% to 80%, with the lowest being in the
of life—working conditions, activities at home, | domains of activities at home and highestthe domain
family relationships and leisurénte activity—was | of leisure activities. Dependence in activities of daily
used to capture quality of life. living and inability to return to work were also
associated with a lack of restoration.
Demographic and psychosocial data was collec| Oneyear FAI scores were dichotomized around the
for 207 stroke patients on discharge from hospi| median (<11 o# 11). On logistic regression, gait speec
or within 6 weeks of the stroke event. Patients | prestroke level of social activity (FAI), cognitive
were assessed at that time using the Abbreviat¢ impairment (abbreviated mentaest) sensory neglect,
Mental Test, Al bert ' s |thepresence of chronic obstructive airways disease ¢
Screening Testhumb finding index and loss of | left hemiplegia were significantly predictive of social
proprioception, Barthel Index, timed-fetre activity one year post stroke. Using this model, 78% ¢
walk, functional ambulation categories, patients in the data set could be classified correctly in
Nottingham Health Profile and General Health |termsof dichotomized social recovery (as assessed o
Questionnaire28. Prestroke social activities weri the FAI).
assessed via the Frenchay Activities k¢eAl). In
addition the FAI was administered ofyear post
stroke.
General weHoeing in three dimensions (coping, | The GHE0 dimension of satisfaction was significantly
satisfaction and anxiety) was assessed (using t| associated with leisure activity as assessadte
GHQ20) in 82 stroke patients at 6 months post | Nottingham IADL scale (p=0.01). Coping was also
stroke. Associations with IADL functions, aphas| indirectly related to leisure activities via its associatior
incontinence, and demographic variables were | with satisfaction (p=0.01). Aphasia, incontinence and
examined. demographic variables were not associated with well
being.
Patients (n= 250) with firstver stroke were The following admission variables were reported to b
assessed using the Motricity Index, Trunk Conti significantly associated with social activity at one yea
Test, Barthel Index and Utrecht Communication post stroke; female sex (p<0.001), age (p=0.009), ma
Observatiorfollowing admission to stroke status (living with a partner p<0.001), motricity index
rehabilitation. Social activity was assessed usin| (p<0.001), trunk control test (p<0.001) and the
the Frenchay Activities Index (FAI) at one year | communication observation (p<0.001). Based on thes
post stroke. results, the authors conducted a regressianalysis
including all of these variables except the trunk contre
test. The resulting model accounted for 57% of the
variance in FAI scores at one year.
165 patients with first ever stroke completed | Individuals who were socially inactive reported
assessments at 1 and 3 years post stroke that | significantly less life satisfaction than those who were
included the Life Satisfaction Questionnaire (life categorized as moderately or highdgtive (p<0.015).
satisfaction) the social Support Lisinteraction | Overall, individuals in the socially inactive group were
(level of social support), the Barthel Index (ADL significantly less satisfied with their sexual lives,-self
depencency), the MMSE (cognitive impairment)| care ability and leisure situation. On logistic regressio
and the Frenchay Activities Inventory social activity (assessed by the FAI) was a significant
(participation in social activities). predictor of life satisfaction (OR = 1.07, 95% CI1.01
1.12)
Individuals with stroke were interviewed at 3 an| Theindependence and social integration domains of t
12 months post stroke to examine the associatii LHS were significantly associated with the physical al
between HRQOL and participation domains (as| social domains of the WHQOL, respectively, at both :
specified in the London Handicap ScaleHS). At | and 12 month assessments. LHS occupation was not
each assessment, the BI, LHS, WGIOL (4 significantly associated with QOL domainganonths;
domains: physical health, psychological health, | however, at 12 months there were significant
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social interaction and environment), GDS and | associations demonstrated between LHS occupation

MMSE were administered. both the physical and environmental domains of QOL
is of note that scores on the Geriatric Depression Sce
were significantly associated witll QOL domains at
both 3 and 12 month assessments.

Eriksson et al. | 161 individuals with stroke were assessed at | At 1-year post stroke, 87% of respondents reported

(2012) baseline (in hospital) and 12 months post strok¢ occupational gaps. There was a median of 3 gaps pe

Sweden (at home) using the BI, Katz ADL index, person (range 22). 39% of all reported gaps were in

No Score Occupational Gaps Questionnaire (OGQ), the S the leisure domain. Most frequent gaps identified wer
and the Life Satisfaction Scale (Li$&}. For the | for sports,outdoor life and travelling for pleasure. The
0OCQ, a gap was idenétl for each activity in number of gaps was associated with global life

which there was a discrepancy between the 2 | satisfaction (r=0.41) and with satisfaction with leisure

questions; 1) Do you perform the activity now? | specifically (r=0.46). However, there was no significal

and 2) Do you want to perform the activity now? difference in number of identified occupationghps

28 activities were included on the OGQ (8 IADL between those who reported high life satisfaction and

social activities, 10 leisure activitiench4 work | those with low global life satisfaction. Individuals who

related activities). were independent in ADLs had significantly fewer gaf
than those who were not independent (p<0.08BI;
p<0.001-Katz ADL).

Berges et. al. | 605 stroke survivors (age >50 years) participate For each one @int increase in positive affect, a

(2012) in this prospective cohort study. Data was significant association of 21% increased odds of bein
us collected withn 72 hours of discharge from a higher social participation category (OR=1.21, 95%
No Score inpatient rehabilitation and at 3 months post 1.151.27). A fully adjusted model remained significal

discharge. Affect was measured using the-OES| and showed a 17% increase in the odds of beiray in
and social participation was measured using 4 | higher social participation category (OR=1.17, 95%Cl
items taken from the PARRO Measure of Homg 1.10-1.25)

and Community Participation.

Jansen et. al. | This prospective cohort study included No significant change in FAI score was found betwee
(2012) information from 308 participants with first ever | and 3 year follow up. 76.3% of participants maintaine
Netherlands stroke, 190 of whom had complete data and we| their level of activity between 1 and 3 years, 11.6%

No Score included in the final analysis. Participants all liv¢ declined in activity, and2.1% had an increase in activ

at home, and were assessed at 1 and 3 years f level between time points. Predictors of FAI decline
stroke using thd-renchay Activities Index (FAI) ¢ were impaired Ml leg (OR=0.39, 95%CI: @1%/) and

a measure of social activity. being socially inactive at 1 year (OR=0.19, 95%Cl: 0.
0.84)
Wolf et. A cross sectional design was implemented to | There was a significant difference in both the quantit]
al(2012) examine differences in activity participation and nature of activities between groups (highndand,
us bet ween younger (<65 lowdemand, instrumental activity, and social activity)
No Score years) stroke survivors. 177 individuals were | both prior to stroke and currently, with the younger

included in the study. Participants completed th| cohort reporting increased frequency of activities in
Activity Card Sort (ACS), Stroke Impact Scale (| each category. Overall frequency of participation
and Reintegration to Normal Living Index (RNLI decreased in all categories for botlhorts.

van der Zee et. | 111 participants were included in an analysis to| Leisureactivitiesperformed two times omore each

al.(2013) determine the role that physical and cognitive |week included telephone and computer use (52.3%),
Netherlands independence and complaints (pain, fateyu indoor leisure (48.7%), physical exercise (41.3%), vis
No Score mood) influence participation in community to and from family and friends (35.2% and 26.6%

dwelling chronic stroke survivors (mean time pc respectively), household chores (23.9%), outdoor

stroke=3.4 months range 24.6 months). Type | activity (14.7%) and outings (2.7%). Thest common

and frequency of social, vocational, and leisure | perceived restrictions to activity concerned physical

activity was assessed. exercise, household chores, and outdoor activity (509
49.1% and 44.5% respectively)
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O’ Conn e llPopulation:Mean Age=67+27yr; Gender: 1.

(2013)

Ireland
Observational
No Score
TP®ea=NA
Nstari=38
Nen~38

Jean et al(2013)

France
Observational
No Score
TPSange_-4-10d
Nstar=36
Nen~36

White et al.
(2014)
Australia
Observational
No Score
TP&ean:3yr
Nstar=14
Nen=14

Male=21, Female=17.

Intervention: Patients were administered a
questionnaire assessing their participation in thi
arts following stroke.

Outcomes:Participation in leisure activities:

dancing, singing, reading, musical activities, | 2.

attending events and reading; Reasons for
declining participation.

Population: Intervention Group (N=36): Mean | 1.

age=61.31+12.94yr; Gender: Male=19,
Female=17.
Intervention; Patients were given personal

digital assistant upon discharge and used an | 2.

Ecological Momentary Assessment (EMA) tool
monitoring and recording behaviours asdcial

environments. The intervention was provided fo 3.

1wk and the EMA consisted of electronic
interviews performed randomly 5/dAssessments
were conducted at baseline and at 3m follayp.
Outcomes:Hamilton Rating Scale for Depressio
(HAMD).

Population:Mean Age=73.43yr; Gender: Male={ 1.

Female=6.
Intervention: Factors associated with

psychological distress in stroke patients were | 2.

assessed through a J0min qualitative
interview.

Outcomes:Psychological distress: physical impé 3.

experience with distres attenuating factors;
Limitations of stroke recovery services.

Several patients reported a decline in the numbe
of events they attended post stroke however this
was nostly a consequence of other nesiroke
related factors such as unrelated health issues
(n=b), transport difficulties (n=3) and losing
interest (n=4).

Decreases in leisure activities post stroke were
reported in receptive arts including listening to
music( pr e =35, 230.018)tardehding {o
pleasure (pré&6a%), post
Reading for pleasure declined post stroke due tc
poor eyesight (n=5), lack of concentration (n=6)
and headaches (n=1).

Decreases in participative arts following stroke
were observed in attending the cinema (pre=10,
p o st =8.001)(ajtending concerts or musical
performances (59.012)=dancing
(pre=11, =p4d8 and dinging((pre=>5,
post =0)10)( ¥

The proportion of patients who attended art
exhibits increased following stroke (pre=4, post=
( %0.002).

HAMD score were significantly lower at 3m
follow-up among patients who reported being at
their par pnC.r001)hoare &
(p<0.01) during the intervention.

HAMD scores were significantly lower at 3m
follow-up for patients who socialized with friels
during the intervention. (p<0.01).

HAMD scores were significantly higher at 3m
follow-up among patient who returned to work or
played sports (both p<0.05) during the interventi
while patients who reported passive activities su
as listening to musiexperienced significantly
lower HAMD scores at 3m folleup (p<0.05).
Patients most commonly reported cognitive
defects including memory loss as residual
symptoms >1yr post stroke.

The loss of valued roles, most commonly leisure
and social roles was influenddy physical
limitations, fatigue and other comorbidities.

All patients reported psychological distress
including social isolation and loneliness with the
most common cause being trouble adjusting to t
limitations of stroke and role loss.

Patients commnly expressed feelings of regret
and guilt about being dependent on others.
Psychological distress was reported to decrease
patients over time with the development of copin
strategies such as a positive perspective, social
support, reflexivity and acceptance of limitations
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6. Many patients reported that the support of
spouses \as important in improving their
psychological wellbeing.

7. Most patients reported no complaints concerning
their treatment immediately following their stroke

8. After discharge, patients reported struggling with
their symptoms and expressed that a lack of
knowledge in addition to inconsistent advice and
information affected their recovery.

19.3.2 Leisure Interventions and Social Participation

Table 19.3.2 eisure Therapy Interventions

Author, Year
Country
PEDro Score

Jongbloed and

Morgan(1991)
Canada

6 (RCT)

Drummond & Walker
(1995)

UK

6 (RCT)

Parker et a(2001)
UK
6 (RCT)

Methods Outcomes

40 stroke patients were randomized to | No significant difference was reportdzbtween the
receive either an occupational therapy | intervention and control groups in activity involvement ol
intervention (aimed at resuming former| satisfaction with involvement.

leisure therapy, engaging in new

activities or both), or to receive OT visit

(asked questions about leisure activity

involvement throughout the life span).

Patients visited by the OT for 5 hour lol

sessions at the pe

consecutive weeks.

65 patients were randomized to receivg Those receiving leisure therapy showed greater leisure
either leisuretherapy or conventional | scores than those in the conventional therapy group at €
occupational therapy by a therapist for | months and also when compared to the controls at 6
minimum of 30 minutes a week for the | months. No differences were found between groups
first 3 months following discharge and | motor performance and functional performances at
then 30 minutes a fortnight for the next| discharge

three months or to receive no additiong

input over that which they were

receiving from hospital and social

services.

This is a multcentre trial with 466 No significant differences were found between groups o
patients randomized to three groups. | any of the outome measures.

Two treatment groups receed

occupational therapy (OT) interventions

at home for up to 6 months with a

minimum of 10 sessions lasting not les!

than 30min. The ADL group treatment

goals were set in terms of improved

independence in selare task. Leisure

group goals were to imprevleisure

activity and intervention included

practising the leisure activity and the Al

task required achieving the desired
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Parker et al(2004)
UK
6 (RCT)

Eng et al(2003)
Canada

No Score

Lai et al(2004)
China
No Score

Desrosiers et al.

leisure objectives. The control group

received no treatment.

Follow up to Parker et al. 2001 (see | The ADL group received significantly more mobility train

above) to analyse the therapy provided transfer training, cleaning, dressing, cooking and bathing

and test the hypothesis that specific | training. The Leisure group received more sports, creati

intervention given in the trial affected | activities, games, hobbies, gardening, entertainment anc

specific aspects of outcomes. shopping. No eviderecwas found that specific ADL or
leisure interventions led to improvements in specific
relevant outcomes.

25 individuals at least 1 year post strokl Improvements were reported on all physical measures &

(mean onset time = 4 years) and living | these dfects were retained onenonth postintervention.

the community participated in a Significant improvements were reported in both patient

functional exercise program in a group | perception of performance and satisfaction with

setting. The functional intervention was performance as measured by the Canadian Occupationi

composed of warrrup, stretching, Performance Measure (p<0.05). There was no change
functional lower extremity Reintegration to Normal Living Index (RNL) scores as a
strengthening, functional lower result of participation in the community exercise progran

extremity strengthening with weights, | However, change in (RNL) scores was correlated with tf
balance and weighshifting, aerobic baseline (RNL) scores such that those participants with
stepping, a walking circuit and cool lowest initial scoresxperienced the greatest increase in
down. Equipment consisted of that RNL scores over the course of the intervention.
commonly available in community

centers. Participants attended the 1 ho

long program 3 times per week for 8

weeks. Patients were assessed on botl

physical and psychosocial measures a

baseline, after 1 month, at the end of

intervention and 1 month post

intervention.

19 individuals with stroke (6 months | Significant improvement from baseline to the completior
previously and were able to walk of the intervention was reported on the Berg Balance Sc
independently) participated in an-8veek | Seltesteem scale, all subscales of the3sFand the stroke
intervention provided at a local knowledge test (p<0.001 fal but the mental health scor¢
community centre by means of of the SF36 p<0.05). 63% of participants rated the

videoconferencing. The intervention, |intervention as good, 37% rated the intervention as
provided once per week, consisted of | excellent. Participants suggested that the frequency of
education (signs & symptoms of stroke| intervention should be increased to two or three times pi
identification/modification of risk week.No participants expressed a preference for fdoe
factors, sychosocial impact, communit] face communication and all accepted the method of
support, home safety) and exercise intervention delivery.

sessions (strength and balance).

Outcome assessment at baseline and

upon completion of the program

included Berg Balance Scale; 3 Self

esteem Scale, Stroke knowledge test.

questionnaie eliciting client feedback

was also administered.

62 communitydwelling indiviluals with | At the end of the program, individuals in the intervention

(2007) history of stroke within the past 5 years group recorded a significantly greater number of differer
Canada were randomly assigned to receive eit| activities than those in the control group (p=0.002) as wi
6 (RCT) a leisure education program or matchirl as more active activity in minutes (p=0.01). Scores on th

home visits. The leisure intervention | Leisure Satisfaaih Scale were significantly greater amon
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consisted of 12 steps (roughly equivale individuals in the intervention group vs. controls (p=0.00
to sessions) to address 3 components | however, there was no between group difference in
(leisure awareness, seHwareness & | satisfaction with use of spare time. Although there were
competency development) in the increases in welbeing and HRQOL over tinthere was no
promotion of personal empowerment tc significant between group differences noted. In the
improve leisure experiences. Primary | intervention group, depressive symptomatology decreas
study outcome was HRQOL and gener| over time (p<0.01), and at the end of the program, less
well-being. Leisure related outcomes | symptomatology was associated with treatment (p=0.01
included participation (duration &

number) inpassive & active leisure

activities and satisfaction with leisure.

Mead et al.(2007) 66 individuals with stroke who had bee| There were no significant baten group differences in
UK discharged from inpatient rehabilitation| participation as assessed on the NEADL at either 3 mon
8 (RCT) and had no significant dysphasia or | or 7 months. The only significant differences between
cognitive impairment and were ableto{gr oups i dentified on the
participatein exercise were randomly | subscale which suggested significant improvements in
assigned to intervention (group exercis| favourof the intervention at both assessment points
n=32) or control (relaxation, n=34) (p=0.002 & p=0.04, respectively). Unfortunately, analysi
groups. All sessions were conducted 3| SF36 social functioning was not possible given 54% ceil
times per week for 12 weeks; each effect noted on baseline assessment). Given the inclusic
session lasted approximately 1 ¥ hour{ criteria, study participants ere experiencing relatively
including a “tea &mildfunctional impairments (mean FIM at 3 months =
training included both endurance and |118.2, 95% CI 1162199.3 in the exercise group and 118.:
resistance training that was graded in | 95% CI 117:199.4 in the relaxation group).
difficulty from baseline to completion.
Relaxation included deep breathing an
progressive relaxation techniques.
Contractions were omitted to avoid
possible confounding with exers.
Outcomes were assessed at baseline,
program completion and at-ionth
follow-up. Assessments included
evaluations of physical function in
addition to Extended Activities of Daily
Living (Nottingham EADL) and HRQOL

(SF36).
Huijbregtset al. 30 individuals with stroke chose to On withingroups analysis, parijgants in the MOST
(2008) participate in either the MOST program program demonstrated significant change from baseline
Canada (Moving On after Stroke) or the Living | follow-up in terms of ABC scores (p<0.005), RNL scores
No Score with Stroke (LWS) program (a standard (p<0.05) and FIM scores (p<0.05). Participants in the LV

community-based, group education program demonstrated significant change over time on |
program). The gropased MOST scores ony (p<0.05); however, on between group
program consisted of 17-Bour sessions| comparisons for change, there were no significant
conducted 2 times/week for 8 weeks +| differences noted. Participants in the MOST program we
booster session conducted 6 weeks aft more frequently enrolled in formal exercise programs ths
the end of the main intervention. Each | the LWS participants at baseline and at follap. Whren
session consisted of 1 hour of weekly | controlling for baseline participation, this difference
information presentations & goal settin¢ remained significant at the t@&eek followup (p=0.05). In
while hour 2 was devotetb exercise- | qualitative exit interviews, participants in both programs
either landbased (3 sessions) or water| expressed enthusiasm about the opportunity to meet an
based (14 sessions). Assessments of | socialize with other iniduals with stroke. In both groups
participation, depression, balance and | desire to continue to meet was expressed.
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function were conducted at baseline, th
end of the program, and 12 weeks post

intervention.
Marsden et al(2010) | In a randomized crossover trial, 25 The authors do not report the results of their statistical
Australia individuals with stroke and 17 carers | betweengroup comparisons, although they state that the
5 (RCT) were assigned to either the Community did not reach significance. Qualitatively, a trend in favol

Living After Stroke For Survivors and | the intervention group over the control group is reported
Carers (CLASSIC) program or to a delé for perceived overall recovery, the 6 minute walk test an
intervention control group. The progran all selfreported healthrelated quality of life domains
was conducted in a rural setting by a | except memory and mobility (Stroke Impact Scale).
stroke-specific multidisciplinary team | Similarly, carers displaydcends in favour of the

and consisted of 7 wakly 2.5 hour groug intervention for the 6 minute walk test, timed upa and gc
sessions. Each session includedfsolr | and all selreported health related quality of life domains
physical activity component followed by except the community, ADL/IADL and memory (Health
a “healthy opti on glmpactScale)

another thour group education sessior

(presentations, discussion & group

activities on a variety of topics). One

weekafter the intervention group

completed the program, the control

group began it. All participants were

assessed at baseline, at 8 weeks, and

weeks after study entry. Primary study

outcome was healthrelated quality of

life assessed using the Stroke Impac

Scale and the Health Impact Scale.

Harrington et al. 243 individuals with stroke were The total SIPSO scores were significantly lower in the
(2010) randomly assigned to receive either | intervention group than the control group at baseline.
UK standard care or a peerolunteer There was significant improvement associated with

7 (RCT) facilitated exercise and education intervention vs. control in terms of change in perceived

intervention. Intervention sessions wer¢ physical outcome (SIP§Dysical) at both 9 weeks (p=0.0
conducted twice per weelof 8 weeks. |and 1 year (p=0.02) evaluations. There were no significe
Each session consisted of one hour | between group differences noted on either the FAI or R}
exercise (with qualified instructors) In addition, therewas a significantly greater improvement
followed by a short break and1 hour of | in the psychological domain of the WHOERES at 6
interactive education. Sessions were | month in the intervention vs. control group (p=0.01).
intended to be fun and nowlidactic,

encouraging group participationthese

also included somgoalsetting sessions

social sessions and unstructured groug

discussion times. Home exercise manu

and directories of local resources were

also provided to participants. Family

members and carers were encouraged

attend and help in the exercise se®ss.

One session was dedicated to family

members. Control participants receivec

standard care + an information sheet

about local groups. Three primary stud|

outcomes measures were the SIPSO

(Subjective Index of Physical and Socit

Outcome), FAI (Frenchagtvities Index)
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Patterson et al.
(2010)
Australia

No Score

and RMI (Rivermead Mobility Index)
assessed at baseline, 9 weeks and 6
months.

22 individuals with stroke participating i Participants in both groups experienced significant

a communitybased stroke maintenance improvements over time on the HFQ (p=0.001). Howeve
exercise group were compared with 21/ there were no significant groupXtime interactions
individuals with stroke participating in a suggesting that both interventions were effective in help
peer support group. The exercise participants to improve their ability to complete daily tasl
intervention consisted of a 6hinutes | There were no significant betweeor within group

class providing both excise and peer |improvements reported for either quality of life or health
support was conducted once /week led status (EGBD).

by a physiotherapist. The peer support

group also met once/week for 60

minutes and provided a program of

personal sharing, planning leisure

activities & communitybased

participation. Peer support was gvided

via active participation and facilitation

from a key group member. Assessmen

were conducted at baseline and three

months and included the home

functioning questionnaire (HFQ) and th

EQ5D.
Van de Port et al. A multicentredstudy in which Individuals in the circuit training received a mean of 72
(2012) individuals with stroke discharged hom| minutes (+ 39) per session comared with 34 minutes (|
Netherlands from inpatient rehabilitation (& able to |in the control group (p<0.05). However, there was no
8 (RCT) walk 10 m unassisted) were randomly | significant between group difference on the primary
assigned to participate in either a grou outcome betwee groups. In terms of leisure outcomes,
based, tastoriented circuit training there were no significant group X time interactions for
programme (n=126) or usual care social participation (SIS) or leisure ADLs (Nottingham E;
(n=124). Th circuit training programme | For both of these outcomes, however, there were
was a 98minutes in length (warrup, significant improvements noted over time, regarseof
circuit training, evaluation, short break | group membership (p=0.007 and p<0.001, for the SIS al
and group game) and offered 2X/week| N-EADL, respectively).
for 24 weeks. Usual care consisted of
one-to-one physiotherapy treatments
over the same period of time. Primary
study outcome was mobility as assesse
on the mobility domain of the SIS.
Secondary outcomes included the
remainder of the SIS, RMI, falls efficac
(FES), Nottingham EADL, HADS and
fatigue severity (FSS). All secondary
assessments were performed at
baselire, 12 and 24 weeks.
Robinson et al(2013) | Population:Mean Age=68.0+8.5yr; 1. The total number of community trips over a 3wk
USA Gender: Male=16, Female=14. period was significantly lower in stroke patients
PrePost Intervention: The participation in compared to healthy controls (12.3+7.82%.1+10.4
No Score community activities of stroke patients respectively) (p<0.001).
TP®ea=39.6126.3mo | was assessed through-prerson and 2. The total number of community activities over a 3y
Nstar=30 telephone interviews. period was significantly lower in stroke patients
Nend=30 Outcomes:Total number of commuty
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Kubina et al(2013)
Canada
Qualitative

No Score
TP®eanr>6mo
Nstar=6

Nen6

Eriksson et a(2013)
Sweden
CrossSectional

No Score
TP®ean=NA
Nstar=116

Nen=116

Brown et al (2013)
Australia

Qualitative

No Score
TP®iear=71.5£62.3mo
Nstar=25

Nend=25

trips and activities; Environmental
Analysis of Mobility Questionnaire

(EAMQ): avoidances and encounters. | 3.

Population: Mean age=58yr; Gender:
Males=3, Females=3.

Intervention: Community dwelling
individuals recovering from their first
stroke were interviewed at 6, 9, 12, 18
and 24m poststroke to explore the
process of reengagement in personally
valued activities that would be helpful t
those designing interventions to addes
participation poststroke.
Outcomes:Themes of reengagement in
valued activities.

Population: Mean age=62.4+12.7yr;
Gender: Males=56, Females=60.
Intervention: Stroke survivors with mild
to moderate first stoke were assessed
approximately 6m after stroke to
determine the extent to which
perceptions of participation in everyday
occupations were affected and the
potential contributors to their
perceptions of partipation.
Outcomes:Stoke Impact Scale (SIS);
National Institute of Health Stroke Scal
(NIHSS); Demographic characteristics;
Reintegration to Normal Living Index
(RNL); Activity Card Sort (ACS).
Population: Mean age=63.2+12.2yr;
Gender: Males=13, Females=12.
Intervention: Semistructured interviews
were conducted on community dwelling
individuals with chronic aphasia,
exploring the role of friendship in living
successfully with aphasia.

1.

2.

3.

compared to healthy controls (17.7+12.6 vs
37.2+20.5 respectively) (p<0.01).

The ratio of activities per trip over aw& period was
significantly lower in stroke patients compared to
healthy controls (1.43+0.43 vs 1.75+0.38) (p=0.00
Compared to healthy controls, stroke patients
reported significantly fewer encounters (10.5 vs
17.0) (p<0.001) and significantly more alances
(11.0vs 2.0) (p<0.001) according to the EAMQ.

In terms of the frequency of encounters in stroke
patients, the least encountered dimensions were
distance and temporal.

In terms of the frequency of avoidances in stroke
patients, the most avoided dimeions were
distance, ambient and physical load.

“Social connection” ant
to operate simultaneously as participants resumec
their occupations following stroke.

Social connection had severahuinsions: belonging
reciprocity, doing one’
Being in charge was described as: being in charge
the activity, being in charge of activity adaptations
and being in charge of the reassessment of activit
priorities.

Both themes led tactivity engagement and risk
taking to test abilities. These led to lowering of
current expectations and activity adaptation which
supported hope for recovery and further testing.
Difficulties perceived to be related to ageing led to
disengagement.

Significant correlations were obtained between the
SlSarticipation domain score and stroke severity
(r=0.25, p<0.01), marital status @31, p<0.01),
RNL (r=0.71, p<0.0001), ACS percentage retainec
scores (r=0.67, p=<0.00C(
recovery after stroke (
Perceived recovery (S), retained activities (ACS)
and community reintegration (RNL) were found to
significant predictors of perceived participation
(p<0.05; p<0.0001; p<0.0001).

NIHSS score and marital status were not significa
predictors of perceived participation (SIS)

(1) Negative changes in friendship were evident in
thesubt hemes of: |l oss of
understanding about aphasia, increased depende
and bst opportunities for contact with friends,
difficulties talking with friends, and desire for frienc
and increased social contact. There were also sev
subthemes that were portrayed as positive chang
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Le Dorze et a(2014)
Canada
Observational

No Score
TP®iear=5.7yr
Nstar=17

Nen=17

Outcomes:Emerging themes regarding
(1) living with changes in friendships, (
good imes together and support from | 2.
friends, and (3) the importance of strok
and aphasia friends.

Population Mean Age=65.7yr; Gender: 1.
Male=12, Female=5.

Intervention: A speech pathologist
facilitated discussions with groups of2
patients during seven interviews lasting
90-120min each.

Outcomes The number of times patient 2.
mentioned rsonal and social factors &
barriers or facilitators to participation.

experienced by participants: increased appredati
for friends, new friendships and being proactive.
(2) Good times together and support from friends
encompassed the suthemes: spending time with
friends and doing things together, laughter and
engaging in positive interactions with friends and
emotional support from friends, which were all
positive interactions experienced.

(3) The importance of stroke and aphasia friends \
found as an ovearching theme identified by the
participants. Some of t
friendship with fellow stoke and aphasia survivors
were the same as those discussed more generally
spending time with friends and doing things
together, laughter and engaging in positive
interactions with friends, and emotional support
from friends. What distinguished the two thees are
the subthemes of mutual understanding and ease
communication and supporting each other.

Identity-based personal factors that were mentiong
as facilitating participation included determination
(n=25), disclosing aphasia (n=17), finding solution
(n=13), being motivatednd positive (n=9),
composing with limits (n=6), persevering in trying 1
communicate (n=6) and being sociable (n=4).
Identity-based personal factors that were mentiong
as barriers to participation included a sense of pri
(n=13), an inability to speakell (n=7), fear of a
family member’'s reacti
alone (n=5), a fear of asking for help (n=3) and a f
of being judged (n=3).

Capabilitybased personal factors that were
mentioned as facilitating participation included
energy (n=1) communication recovery (n=8),
physical recovery from hemiparesis (n=5), emotiol
control (n=3) and cognitive improvement (n=2).
Capabilitybased personal factors that were
mentioned as barriers to participation included
communication limitations (n=39physical
limitations (n=24), cognitive limitations (n=14), lacl
of emotional control (n=6) and general factors
including fatigue (n=4).

Family and social circle factors that were mention
as facilitating participation included family membe
providingsupport (n=45), available speaking
partners (n=9), encouragement from family (n=8),
opportunities to practice with their social circle (n=
and family obligations (n=3).

Family and social circle factors that were mention¢
as barriers to participatiomccluded poorly adjusted
speakers (n=26), a poor spousal relationship (n=1
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White et al.(2014)
Australia
Longitudinal
Observational

No Score
TP&ean:NA
Nstar=134
Nen=110

10.

11.

12.

13.

Populationt Mean Age=75x12yr; Gende 1.
Males=60, Females=74.

Intervention: Consecutively recruited
stroke patients participated in faem®-

face interviews at baseline, 3mo, 6mo,
9mo and 12mo.

Outcomes Hospital Anxiety and 2.
Depression Scale (HADS Anxiety,
Depression); Modified Rankin Scale | 3.
(mRS); Assessment of Quality of Life
(QOL); Multdimensional Sda Perceivec
Social Support; Adelaide Activities Prof
(AAP). 4.

lack of support (n=10), a restricted social circle
(n=10) and overprotection (n=3).

Health and social service factors that were
mentioned as facilitating participation included
being referred to community organizations (n=>5),
being offered help (n=1), the ability to access new,
services through a rehabilitation center (n=1),
satisfying speech language therapy (n=17) and
satisfaction with rehabilitation administrators
(n=14).

Healthand social service factors that were
mentioned as barriers to participation included not
being offered community rehabilitation (n=7), a
short rehabilitation duration (n=4), no knowledge ¢
other services (n=4), a belief that their aphasia wa
too severe o mild for treatment (n=5),
dissatisfaction with medical and acute care servict
(n=7), abrupt discharge (n=6), insufficient support
(n=3) and a dissatisfaction with speech language
therapy.

Aspects of community organizations that were
mentioned as faciléting participation included the
opportunity to practice talking with others (n=9), a
feeling of being welcomed (n=7), the opportunity t
share personal experiences (n=6) and a sense of
belonging (n=5).

An aspects of community organizations that was
mentioned as a barriers to participation was a
limited budget (n=2).

An economic factor that was mentioned as a barri
to participation was a precariousness financial
situation (n=3).

Societal attitudes that were mentioned as facilitatil
participation includedolerance of their limitations
(n=15) and positivity (n=6).

Societal attitudes that were mentioned as barriers
participation included ignorance about aphasia
(n=14) and high societal expectations (n=6).

At each timepoint the proportion of participants
meeting depression thresholds remained relatively
consistent (22%, 29%, 22%, 28%, 20%) while tho!
meeting anxiety thresholds significantlyceced
(p=0.00001) at each respective tirpeint (47%,
34%, 29%, 25%, 14%).

The proportion of comorbid depression and anxiet
at baseline was 69% and at 12mo was 34%.
Anxiety at any time point during the 12mo study
period was associated with baselinaxiety
(p<0.0001), baseline depression (p<0.0001) and
having less disability (p=0.04).

There was no independent association with havin
past history of depression and anxiety (p=0.05).
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5. The severity of depression at any time during the
12mo study periodvas significantly associated witt
baseline anxiety (p<0.0001), low social support
(p=0.02), and limited community participation

(p<0.0001).
Egan et al(2014) Population; Mean age=64.8+13.3yr; 1.  Time since stroke was a significant predictor of
Canada Gender: Males=39, Females=28. general wellbeing (p<0.01), health (p=0.001), and
Prospective cohort | Intervention: Stroke patients who had participation (p<0.01).
No Score been discharged from an acute stroke | 2. FIM (p<0.05), income (p<0.001), and time since
TP®Bear=NA unit or stroke rehabilitation unit after a stroke (p<0.05) were significdp associated with
Nstar=67 stroke were assessed to explore the physical welbeing (GHQ).
Nend=55 effects between participation and
emotional and physical welieing during
the first 2 years posstroke. Participats
were interviewed on 5 occasions within
the first 24 months posttroke: at 6m, al
9m, at 12m, at 18m, and at 24m.
Outcomes:Reintegration to Normal
Living Index (RNLI: participation);
General Wetbeing Schedule (GWB);
General Selfating of HealthQuestion
(GHQ); Functional Independence
Measure (FIM).
19.4 Sexuality
19.4.1 Decreased Sexuality Following Stroke
Table 19.4.1Sexuality Post Stroke
Author, Year
Country Methods Outcomes
PEDro Score
Kalliomaki et al. |Information was collected on libido and coitus A decreasén libido was observed in both male
(1961) frequency using personal interviews in 105 patients w and female patients and was more common ir
Finland had suffered a cerebral vascular accident. those suffering with rightided paralysis than
No Score left-sided paralysis. There was a decrease in
coitus frequency as well in all men and in half
the women.
Bray et al(1981) | Investigation of sexual interest, function and attitudes No changes in sexual interest or desire for bo
USA 35 stroke patients using a structured interview. men and women after strokévlen experienced
No Score a decrease in the ability to achieve erection al

to ejaculate and only one woman reported
experiencing orgasm after stroke. 79% of mer
and 73% of women reported sexual functionin
was important.
Sjogren and Fugl| 41 patients were investigated after prior discharge to | Sexual dysfunction was common after stroke
Meyer(1981) their home for quality and quantity of sexual problems with 2 out of 3males dissatisfied with
Sweden via structured interview. intercourse frequency, more than 1 out of 3
No Score dissatisfied with duration of foreplay and more
than 1 out of 2 dissatisfied with total setay
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time. Much less females reported pestroke
dissatisfaction. Men reported erectile
dysfurction as main pleasureeducing factor
and women reported general fatigue as main
reason for decreased sexual enjoyment.

Sjogren and Fugl| 110 stroke patients werevaluated in change in 75% of patients reduced their frequency or
Meyer (1982) frequency of sexual intercourse as related to degree ( ceased having intercourse. Primary ADL
Sweden physical impairment and levels of dependence in dependence and impeed cutaneous sensibility
No Score activities of daily living. were the main negative determinants.

Coslett and 26 males were sexually active until their stroke and | Prevalence of major sexual dysfunction was

Heilman(1986)
USA

No Score
McCormick et al.
(1986)

USA

No Score

Boldrini et al.
(1991)

Italy

No Score

Buzzelli et al.
(1997)

Italy

No Score

were married or in longtanding sexularelationships at | significantly greater after right than after left
the time of interview and had suffered a stroke at leas hemispheric strokes.
6 months previously.

37 female spouses of male stroke patients participate Participants reported that no healtlace

in discussions around sexuality after stroke within a | professional had discussed sexual activity witl

Spouse Support Group at a stroke rehabilitation unit.| them. They, therefore, had assumed that sext
activities were to be avoided and could cause
another stroke. Wives were hesitant to engagt
in sexual activities and felt that their husbands
were also afral. Couples were hesitant to
change their sexual roles and try new things t
accommodate disability. Coital positioning wa
difficulty experienced by most couples due to
the presence of hemiplegia and hemiparesis.
The authors note that participants vieweghen
discussion of sexual health positively.

86 patients with hemiparesis secondary to stroke wer Marked decline in sexual activity after stroke

examined for changes in sexual life using a structure( was noted in both men and women patients.

interview. Clinical factors did not appear to play a role in
determining decreased sexual activity betwee
couples.

57 male and 15 female stroke survivors along with th( 60 patients reported a decline in sexual activit

significant others were interviewed at 1 month and | (83.3%). Eight patients and their partners

again at 1 year following the stroke &t. reported an increase in activity. Mean decline
frequency was 34%. Sexual activity most oftel
recommenced between 3 and 6 months post
stroke.
No associatin was found between gender or
side of lesion and decline in sexual activity.
Duration of marriage was the only variable
significantly predictive of weekly sexual
performance. Age, education, disability and
depression were not significant predictors. Hig
levels of activity prior to the stroke event did
not predict maintenance of sexual activity.
Patients stressed the importance of the sexua
role/relationship, however, male patients felt il
to be more important than female. Female
caregivers were more corened with other
aspects of disability.
Variables associated with disruption of sexual
activity were: fear of relapse, belief that one
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must be healthy to have a sex life and partner
who is “turned off"”
of sexual activitywita “ si ck per ¢
Edmang1998) | Of 33 pairs of questionnaires, 12 patients and 9 partn Approximately 50% of stroke patients and 1/3
UK returned completed questionnaires regarding sexual | partners felt that the frequency of sexual
No Score activity following stroke, usefulness of information activity had decreased following stroke.
received and further information required. All couples| Problems reported were: lack of interest from
had received information sheets regarding sex post | one or both partners, lack of motivation from
stroke and sexual activity was discussed with staff wh one or both partners, physicat¢apacity of the

stroke survivor was admitted to the strokenit. stroke patient, difficulty in finding a comfortabl
Questionnaires were sent out approximately 1 month| position, difficulty in arousing partner,
following discharge. difficulties due to sensory deficits on patients

affected side. While all received information
prior to discharge, no further information had
been received. Respondents felt that addition:
information regarding problems with sexual
activity and the duration of such problems
would be useful. In general, couples felt that
resuming sexual activity should be included a:
routine part of stroke rehaliitation.

Korpelainen et al.| 192 stroke patients and 94 spouses participating in | Sexial dysfunction and dissatisfaction with

(1999) stroke adjustment courses sponsored by the Finnish | sexual life were common in both male and
Finland Stroke and Aphasia Federatioompleted a self female stroke patients and in their spouses.
No Score administered questionnaire about their pr&troke and | Psychological and social factors such as gene

post-stroke sexual functions and habit measuring libid attitudes about sexuality, fear of impotence,
coital frequency and sexual arousal including erectile| inability to discuss sexuality, willingness to
and orgasmic ability and vaginal lubrication and sexu| participate in sexual activity and the degree of

satisfaction. functional disability, exert a strong impact on
sexual functioning and quality of sexual life afi
stroke.
Carod et al. 41 female and 49 male stroke survivors who had bee| 71.5% of participants reported a marked decli
(1999) sexually active prior to stroke were assessed one yeg in sexual function. Disability was not related tc
Span after stroke. Main outcomes were libido, impotence, | reported sexual decline. Approximately %2
No Score sexual satisfaction, disability, depression, psychosoci reported diminished libido. Decline in libido wi
status, vitality and mentshealth. correlated with depression, the psychosocial

dimension @ the SIP, vitality and mental healtt
Stroke etiology, laterality, disability and age
were not associated with reduced libido.

A diagnosis of impotence was made in 48% o
men. Men who were diagnosed as impotent h
significantly worse physical functiorgrscores
on the physical dimension of the Sickness
Impact Profile (SIP) than those who did not

(p=0.001).
Lemieux etal. |6 couples consisting of an individual with post stroke | Couples reported reduced frequency of
(2001) aphasia (1 to 3 years following the stroke event) and | intercourse though the frequency of other
Canada his/her partner participated in serstructured sexual activities (hugging, kissing, genital
No Score interviews. Couples were interviewed together (8 touching) increased for several of the couples
questions) then, each partner completed a-8ém For thosecouples who could remember, sexue
questionnaire while the aphasic partner was activity had not changed in importance. For %2
interviewed (25 questions). the aphasic subjects, sex had been important

prior to the stroke and maintained its
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importance following the stroke event. Half of
the aphasic participants reported reduced
desire. 2/3 of spouses of aphasic participants
reported reduced desire. Only 2 partners
reported satisfaction with sexual activity.
Aphasic participants reported increased
difficulty in initiating and communicating abou:
sex with their partners. They repd feeling as
though improvement in communication skills
would improve their sex life. No couples
reported being asked about issues of sexualit,
by any healthcare professionals. All couples
expressed interest in knowing more about
sexual health issues.

Chotkwon and | 70 sexually active stroke survivors were interviewed At 3months, 49% reported decreased libido a
Kim(2002) months post stroke. 55 of the 70 were interviewed ag| 65% reported decreased coital frequency. 26¢
Korea at 2 years post stroke. Mean age = 56.

No Score

reported difficulties with arousal function. At 2
years, decreased libido was reported in 44% (
patients, decreased frequency in 49% and
decreased arousal in 20%. Deased frequency
was significantly related to emotional
incontinence at both 3 months and 2 years po
stroke. Low frequency prior to stroke was
related to low frequency post stroke. Reductic
in sexual activity were not related to gender,
age, educationfunctional disability, nature and
laterality of lesion or the presence of risk factc
such as diabetes mellitus or hypertension. Thi
percentage of patients who recovered sexual
activity was greater among patients who were
emotionally stable than those whizad
emotional incontinence.

Cheung2002) | Selfadministered questionnaire was given to 63 men|39% of patients reported sexuality as importal

China and 43 women post stroke. All patients had little or n¢ however, most worried more about recurrence
No Score residual disability. Meantie from stroke event = 20.8 | of stroke (78.3%) than they did about
months. impotence/lack of sexual activity (18.9%). Mel

felt sex to be more important and worriegbout
impotence more than women. Approximately °
believed that stroke affected sexual function
however, approximately ¥ of patients felt
willing to engage in sexual activity. Few patier
discussed sex with their partner (16.9%). Dec
in libido was agsciated with increasing age,
increasing disability, no communication with
one’'s partner and uny
sexual activity. Decline in sexual satisfaction v
associated with increasing age and disability,
belief that stroke affected sex, lack
communication and unwillingness to participa:
Regression analysis revealed that psychosoci
factors were important in libido, frequency anc
satisfaction. Disability was significantly
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Giaquinto et al.
(2003)

Italy
No Score

Carlsson et al.
(2007)
Sweden

No Score

Thompson and
Ryan(2009)
UK

No Score

Akinpelu et. al.
(2013)

Nigeria
No Score

Stein et al(2013)
USA
Observational
No Score

TP Sean>1yr
Nstar=38

Nen=38

associated with sexual functioning in males, b
not in female stré&e patients.

68 stroke patients admitted to rehabilitation unit were| Sexual decline was common in the psstoke
followed and assessed on a questionnaire and period with age and disability acting as
structured i nter vipevate lives n|significant variables. There was no correlation
including data on sexual performance from both patie between sexual decline and gendegsion
and their partner. In a second interview, patients were¢ location, marriage duration, education duratiol
assessed from depression by the Centre for or education. Patient
Epidemiologic StudieBepression scale (CIB$ and the | substantial role in the decline of sexual activit
Structured Clinical Interview fMSMIV S=(SCID). Many partners experienced fear of relapse,
Disability was evaluated via the Functional anguish, lack of excitement or horror which
Independence Measures. withheld them from ercouraging sexual
activities,
56 stroke patients and their partners were included | Score for general life satisfaction (patients
upon admission to a stroke unit. Patients were asses{ p=0.001, partners p=0.05), leisure (patients
at baseline and oe year. Life satisfaction was rated by p=0.001, partners p=0.01) and sex life (patien
both patients and spouses on the LiSatScores were | p=0.01, partners p=0.025) were significantly
compared withanagenat ched “ nor m (lowerthan norm values at one year. Spouses
patients had experienced mild stroke and couples we| were significatly less satisfied with their
relatively young (patient, median age = 60 & partner | relationships than the norm (p=0.001), but
medianage = 59). patients were almost as satisfied. In general,
patients were less satisfied with life than their
partners (p=0.007), while partners were
significantly less satisfied with their relatiship
(p=0.035). In 25% of couples, both partners
were satisfied with their sex life. In 50% of
couples, both partners were not satisfied.

Participants felt that the nature of the spousal
relationship had changed. Participants tended
view ther partners as friends or carers. All, bu
one, respondent described a loss of or reducti
in sexual desire. Intimacy was avoided, partly
out of fear that this would lead to intercourse.
Participants cited prescribed medications and
fear of recurrent strok as reasons for loss of
desire.
77 stroke survivors attending outpatient physiotherap, 94.8% reported difficulties in one or more of tf
were included Participants completed outcome 7 areas of sexual dysfunction. Depression,
measures pertaining to motor ability, quality of life, | overall quality of life, willingness tcalve sex,
depression, and sexual dysfunction. general attitude, and ability to express feeling:
of a sexual nature were all associated with
sexual dysfunction (all p<0.05).
Population: Mean Age=55.1+14.2yr; Gender: Male=2] 1. According to the CSF&}4, all male patient:
Female=14. and 58% ofemale patients were classifiel
Intervention: Patients completed a battery of as having sexual dysfunction.
questionnaires concerning sexual dysfunction followit 2.  According to the BDI, 3% of patients had
stroke. minimal depression, 54.4% had mild
Outcomes:Changes in Sexual Functioning Questionn depression, 36.4% had moderate
Short Form(CSFE14); Fatigue Assessment Scale (FA! depression and 6.0% had severe
Barthel Index (BI); Beck Depression Inventory (BDI); depression.
Patient experiences and preferences relating to
information about sexual dysfunction following stroke

18 individuals wh stroke (aged 338 years)
participated in indepth interviews regarding the impac
of stroke on spousal relationships over a period of 3
months.
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10.

11.

12.

13.

14.

According to the B, 78.8% of patients ¢
fully independent, 18.2% required minim;
assistance and 3% were very dependent
According to the FAS, 50% of women an
39% of men were classified as having
significant fatigue

Sexual issues were rated as moderately
very important to overall recoverin 71%
of patients with no significant difference
observed between males and females
(p=0.391).

Sexual functioning following stroke was
reported to have worsened in 42% of
patients, not have changed in 42% and
improved in 5% with no significant
differenceobserved between males and
females (p=0.844).

Sexual issues due to the physical
limitations of stroke were reported by 94¢
of patients and 58.8% reported feeling le
sexually desirable.

Concerns about sex and safety were
reported by a minority of patiets with
2.8% having concerns about sex causing
another stroke and 8.8% indicating that
their partner was worried about causing
them harm.

Information about sexual dysfunction
following stroke was only offered to or
sought out by 15.2% of patients while %5
reported wanting to have received
information.

No significant difference between males
and females was observed in regards to
wanting or receiving information about
sexual dysfunction (p=0.21).

Information about sexual dysfunction wa:
provided through arochure, book or the
internet in 35% of cases or through a
physician in 30%.

The information delivered to patients
concerning sexual dysfunction post strok
was regarded as not enough in 77.8% of
cases, the right amount in 18.5% and toc
much in 3.7%.

The first choice for the preferred method
of counselling concerning sexual
dysfunction was physician in 60%,

A physician was reported as being the fir
choice for counselling concerning sexual
dysfunction in 60% of patients, a nurse a
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the second choice i45% and a physical
therapist as the third choice in 36.3%.

15. Patients reported their preferred method
of receiving information concerning sexu:
dysfunction was a printed material (30%)
while 27.1% preferred a discussion with i
healthcare provider.

16. Patientsreported preferring to receive
information about sexual issues following
stroke before discharge from the hospital
or rehabilitation facility in 26.5% of cases
1yr post stroke in 17.6%, 6mo post strok
in 14.7%, 3mo post stroke in 11.8% and
never in 5.9%

Seymour et al. | Population:Mean Age=62.08x15.10yr; Gender: Males 1. SIS scores weraterpreted as normal

(2014) Female=4. across all domains except for emotion

USA Intervention: Patients completed an over thghone which was interpreted as low

Observational assessment. (mean=59.40£9.11).

No Score Outcomes:Quality of Sexual Function scale (QSF); | 2. The PHE total score across the sample

TP®ean=6-18mo | Stroke Impact Scale; Patient Health Questionnaire 9 showed mild depressive symptoms

Nstar=13 Item (PH®); Incidence of sexual function (mean=4.92+7.24).

Nen=13 conversations with healthcare professionals; Self 3. QSF scores were interpreted as mildly
reported sexual function. problematic for the gychosomatic quality

of life domain (mean=20.85+8.60), the
sexual dysfunction seteflection domain
(mean=10.77x4.09) and for the total scol
(mean=55.00£17.92).

4. QSF scores were interpreted as having r
to little problem on the sexual activity
domain (mea=14.77+7.17) and the sexu
dysfunction partner reflection domain
(mean=6.62+3.12).

5. A changed sexual functioning following
stroke was reported in 5 (38.5%) patients

6. Patients reported having conversations
with health care professionals about sext
functioning post stroke in 4 (30.8%) case

19.4.2 Inappropriate Sexual Behaviour

Table 19.4.Hypersexuality Following Stroke
Author, Year

Country Methods Outcomes
PEDro Score
Monga et al. Case study of 3 stroke patients who demonstrated All 3 patients had temporal lobe lesions on
(1986) hypersexuality and deviant sexual behaviour after strok computerized tomography scan and a histor,
Canada of poststroke seizure activity.
No Score
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Korpelainen et al | Described 2 cases of hypersexuality in stroke patients.| Appeared that hypersexuality in patients

(1998) studied were associated with moclobemide

Finland treatment.

No Score

Bardell et al. Retrospective chart review of 10 inpatients with identifif 8 of 10 individuals with ISB had a history of

(2011) inappropriate sexual behaviour (ISB). Included an,age | stroke vs. 4 in the control group. Although th

Canada sex and marital statuscontrolled compason group. difference was not statistically significant

No Score Examined potential contributing factors and effectivene (p=0.17), there was a significant association
of interventions used in treatment of ISB. between the presence of right frontal lobe

stroke and ISB (6/10 in the ISB group, 0/10
the control group; p<0.05). MMSE scores fo
individuals with ISB were significantly lower
than those without and more indigtuals with
ISB had been diagnosed with dementia thar
individuals in the comparison group (p=0.03
Citalopram was the most frequently recorde
treatment for ISB; however, it was not
particularly effective. 7 individuals were
treated with citalopram for$B—no effect was
noted for 4/7 cases
behaviour for the remaining 3.

19.5 Driving

19.5.1 Driving Assessment

Table 19.5.1Driving Assessment Post Stroke
Author, Year

Country Methods Outcomes
PEDro Score

Nouri & Lincoln 79 stroke patients in two investigations were Analysis of data from 45 randomly selected

(1992) assessed using 11 tests of cognitive function (visic patients results in a predictiveodel that

UK visuospatial ability, attention, memory, reasoning, | included four tests: dot cancellation, square

No Score verbalcomprehension, and motor abilities). Patient matrix (directions & compass), and road sign
also took an orroad test. Stepwise discriminant | recognition. Using this model, approximately
analysis was used to identify the model most 82% of patients could be classified correctly a
predictive of onroad driving results. passes or failures on the ead evaluation.

These 4 testbecame the Stroke Driver
Screening Assessment (SDSA). Nouri et al. (1
examined the validity of the SDSA. 52 stroke
patients were randomly assigned to 2 groups
one received the SDSA, which was used to
predict the likelihood of passing a road testrF
subjects in the control group, information from
cognitive testing was
GP who then predicted the outcome of a road
test. The SDSA correctly predicted driving
performance of 81% of patients while only 56¢
of patients were correcyl classified (pass vs fai
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in the control group. A Nordic version of the
SDSA is also available (Lundberg et al. 2003)
Mazer et al(1998) |A retrospective cohort study of &troke survivors | Patients who passed the emad evaluation hao
Canada who completed both perceptual testing and an-on | better average scores on the majority of
No Score road driving evaluation. Patients were tested on th| perceptual tests when compared to those whc
Motor Free Visual Perception Test (MVP) and the | failed with the positive predictive value of 86.1
Trail Making B test and an ewnad driving evaluation| and the negative predictesvalue of 58.4%.

A pass or fail outcome was deternaith by the Those who scored poorly on the MVPT and th
examiner based on driving behaviour. Trail Making B were 22 times more likely to fa
the onroad evaluation.
Heikkila et al(1999) | 20 male stroke patiets were evaluated by a Stroke patients demonstrated more driving
Finland neurologist after, which a traffic psychologist deficiencies than controls. The neurologist an
No Score evaluated the patient ' spsychologisttogether assessed 60% of the

of drivingrelated cognitive and psychomotor stroke patients as nable to drive. Both patients
laboratory tests. Patients (and their spouses) ratec and their spouses had a tendency to

their own driving abilities inépendently on a 10 overestimate their ability to drive when

point scale. The stroke patients were compared to| compared to the estimates of the neurologist

healthy agedmatched patients. and psychologist. The hitte of the evaluation
of the neurologist and traffic psychologist was
75%.
Klavora et al(2000) |56 stroke survivors aged 44 to 82 years completec The DPAB was superior in predicting the
Canada two off-road driving assessments (Dynavision success/failure on the eroad driving
No Score Performance Assessment Battery, DPAB and the | evaluation (71%). Suess of both tests

Cognitive Behaviour al [significantly improved the prediction of emad
with standard clinical and eroad driving evaluation, success.

KornerBitensky et | A retrospective review of 269 stroke patients who | Of the 39 patients who scored24 on the

al. (2000) had completed the MotoiFree Visual Perception | MVPT, 72% failed the envad test. For those

Canada Test (MVPT) and an enad driving evaluation from | who scored > 30, the pass rate was higher thé

No Score six evaluation sites in Canada and the United Stat( the failrate. For those who scored 36/36 or
was carried out. A score &f30 on the MotorFree | 35/36 on the MVPT, 82% passed theroad
Visual Test was used to indicate poor visual test. When analyses of the predictive power o

perception and a score of > 3@dicated good visual | the MVPT were carried out, the authors found

perception. On roaekvaluation was based on a pas| that the positive predictive values ranged from

fail assessment by the driving examiner. 48% to 76% and the negative predigtivalues
ranged from 52% to 82%. For the group as
whole, the positive predictive value of the MVI
was 60.9% and the negative predictive value
was 64.2%. Univariate logistic regression
showed that those who were older and had
lower MVPT scores were morééily to fail the
on-road test. Those with righhiemisphere
lesions were more likely to fail than those with
left hemisphere lesions.

Akinwuntan et al. | Retrospective study of aPear predriving evaluation 39.4% were judged suitable to drive, 43.3% as

(2002) of 104 patients with sequelae of first stroke. Patiern not immediately suitable and 17.3% as not

Belgium underwent predriving assessments and a road tesi suitable. Side of lesion, kinetic vision, visual

No Score Their suitability to drive was based on a team scanning & a road test were the best predictol
decision and performance on an @oad test. of the team decisions. Combination of acuity

(left & right eyes) & the figie Rey test was the
best subset to predict road test £R.28).
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Akinwuntan et al.
(2003)

Belgium

No Score

Radford et al(2004)
UK
No Score

Akinwuntan et al.
(2005)

Belgium

No Score

Akinwuntan et al.
(2006)

Belgium

No Score

36 patients with stroke participated in determining | The reliability of assessing overall performanc
road test reliability i ofstroke patientsinthe road testis moderatel
drive. Two assessors judged results of driving high and better when assessed using the sam
performance from the Center for Determination of | evidence.

Fitness to Drive and Car Adaptation (CARA) inac

fitted with a video camera. A third assessor evalua

all the video recordings.

93 stroke patients referred for assessment of fitne The SDSA subtests significantly correlated wij
to drive or who had been driving before their strokq the Stroop test, and the TMT suggesting that
were used to determine concurrent validity of the | they measure executive abilities aattention.
Stroke Drivers ScreergmAssessment (SDSA) which The SDSA Dot Cancellation (DC) significantly
was compared with criterion standards. Patients | correlated with the VDRS and the SDSA Sque
were assessed on the SDSA, Visual Object and S| Matrices (SM) test significantly correlated with
Perception (VOSP) Battery, Stroop the VOSP cube analysis and the RMT face
Neuropsychological Screen Test, the Tiéalking subtest suggesting that the SM test also

Test (TMT), and the Cognitive Estimates Test for | measures visuospatial dities and visual
executive abilities and the Recognition Memory Te memory. The SDSA Road Sign Recognition (}
(RMT) and the Verbal Description of Road Signs | significantly correlated with the VOSP cute

(VDRS) for visual memory. analysis.

38 individuals with firsever groke were assessed | Interrater reliability of the road test items was
using a battery of offoad tests and an onoad reported to be high (ICC=@g At the item level
driving test. The off road tests included a dot interrater reliability ranged from moderate to

cancellation test, square matrix test and road sign| high (ICC = 0.630.87). The outcome of the
recognition test ( Str okSDSA correlated with the judgement of the
AssessmentSDSA). Experienced traffic &fety driving evaluator in 78.9% of the subjects.
experts conducted the onoad test using a TRIP | Correlations between evaluations performed &
checklist (13 road test items). Following the test, |the prindpal test evaluator and the state
subjects were judged fit to drive, temporarily unfit ¢ evaluator were high (r=0.80, p<0.001).
unfit to drive.
68 stroke patients were assessed prospectively. E| Logistic regression analysis demonstrated tha
patient underwent a mandatory prdriving the best model to predict omoad performance
assessment within 18 months of the stroke event. | consisted of binocular visliacuity, dot
Each predriving assessment included visual tests | cancellation, square matrix (compass) and
(monocular and binocular visual acuity, kinetic incompatibility (attention) tests. However, this
vision), neur@sychological tests (Rey figure copyin model explained only 35% of variance in on r¢
useful field of view, test for attentional performancg results. A combination of visual neglect, Rey
—divided attention, visual scanning incompatibility, figure copying and the eroad test was the bes
visual field and visual neglect), SDSA component { model inpredicting the results of the group
(dot cancellation test, square matrix tests, roadrs | classification, accounting for 73% of the
recognition) and an omoad driving evaluation. Eacl| variance. When the group decision was
evaluation lasted approximately-23 hours and was| simplified to pass (fit to drive) vs. fail (unfit to
administered by certified psychologists and driving drive), this model correctly classified 86.8% of
assessment experts. Based on the results of the | participants. Using this model, setigity =
assessment, a group comprised of a physician, | 79.4% and specificity = 94.1%. In this sample,
psychologist and a driving safety expert, classified| PPV = 93.1%. Administration of these tests al
each patient as “fit t arequireapproximately 1 houran expanded
drive” or “wunfit to dr i modelincludingknowledge of side of lesion,
evaluation of binocular acuity and kinetic visio
Rey figure opying, visual neglect,
incompatibility, dot cancellation and square
matrix could be used to predict performance
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and could be completed in approximately 90

minutes.
SmithrArena et al. | 39 patients admitted to an acute stroke rehabilitati( Patients who passed the-giinic evaluation had
(2006) facility completed driving evaluations post discharg fewer cognitive (MMSE scoresp=0.004), but
USA This study attempted to identify impairments durin¢ more physical impairments (upper limb
No Score hospital admission that could predict the likelihood motricity index p=0.05; lower limb motricity
of successful ktlinic diving evaluation. Data index p=0.01) on admission to stroke

recorded included cognitive impairment (MMSE), |rehabilitation than individuals who failed the
motor weakness (motricity index), visual field defe( driving evaluation. Though normal visual field
(hemianopsia or visual neglect evaluated via was present in more individuals who passed t
“confrontation testi ng " drvingevaluationthan those who failed, this
placement task), and functionalatis (FIM). Driving| difference was not significant (p=0.24).
evaluation is comprised of a 1 hour;éiinic session
for the assessment of 4 functional domains
(perception, vision, cognition, motor function) as w
as reaction time to simple and complex stimulk In
vehicle assessments are madeskbd on the results o
in-clinic testing.
Bouillon et al(2006) | Historical cohort study of 172 individuals with Among individuals with stroke, only the CBDI
Canada neurological conditions (left & right CVA, TBI, was able to differentiate between individuals
No Score Cognitive Decline, * ot hwhopassedvs.thosewho failed their-ovad
Cognitive Behaviogy(CBR) thel evaluations, but aly among those individuals
MVPT, Bells Test and-eoad driving evaluation wer( with right CVA (p=0.003). Among individuals
abstracted from patient files. with left CVA, using a cwff score of 45, the
CBDI demonstrated sensitivity = 100% and
specificity of 53%. For individuals with right C)
using a cubff score of 47, the CBDI
demorstrated sensitivity = 73% and specificity
of 89%. The CBDI was reported to be a
significant predictor of onroad performance fo
individuals with right CVA or TBI only. For
individuals with left CVA or cognitive decline,
none of the tests evaluated were $able
predictors of onroad performance.

Soderstrom et al. | The relationship between the results of Patients and controls were matched for age a
(2006) neuropsychological testing and apad testing was |gender. No significant differencégtween

Sweden examined in 34 stroke patients and 20 healthy patients and controls were reported on the Re
No Score controls. The neuropsychological battery of tests | Complex Figure Tests and the Wisconsin sort

consisted of 6 tests: Trail MakingTest part B, Reag test. Patients demonstrated significantly worst

Time Test, Riger Tapping Test, Wisconsin Card | performance on all other tests. The difference

Sorting test, Rey Complex Figure Test, EBginbol | was greatest for tests involving speed of

test. On road testing was completed within one | information pro@ssing and divided attention.

month of the neuropsychological testing. 50% of controls failed the eroad evaluation-a
few more control subjects than patients failed.
There were no significant correlations betweel
neuropsychological tests, or the Traffic Theory
Knowledge Test, and driving perfoance. The
authors report no predictive value associated
with the neuropsychological test battery. Fifte
stroke subjects who failed the amad test were
offered behindthe-wheel training (either 12 or
6 hours depending on their driving
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Innes et al(2007)
New Zealand
No Score

Akinwuntan et al.
(2007)

Belgium

No Score

Ponsford et al.
(2008)

UK

No Score

Pauley et al(2013)

performance). Al15 also received 2 hours of
instruction on traffic theory. 13/15 patients
passed the ofroad test following the training
period. Neuropsychological retesting at the
termination of training revealed no significant
changes. The only significant improvement
noted was on the Traffic Theory Knowledge

Test.
36 men &4 women, 35 with previous stroke, 64% of patients failed the eroad driving
underwent SMC Tests (a battery of computerized | assessments due to neanisses with other
sensorymotor and cognitive tests) and an vehicles or hazards or due to definite safety
independent orroad driving assessment to concerns during assessment. Analysis
determine whether such a test battery could predic demonstrated that there were significant
driving performance in individuals whitorain differences between those who passed and

disorders. The SMC Tests program utilizes a modi those who did not on all SMC tests with the
car body interfaced with a computer. Patients use | exception of the three visuoperceptual tests.
the steering wheel, indicator, accelerator, clutch ar| Logistic regression was used to produce a
brake pedals/hand controls to respond to compute| predidive model comprised of 5 SMC test
generated test stimuli. Sensomotor tests include 3| measures: planning, complex attention,
visuoperceptual tests (visual resolution, static tracking, ballistic movement, divided attention
perception and dynamic perception), 4 visuomotor| The sensitivity and specificity of this model we
tests (ballistic movement, footbrake reaction, clutc! 97% and 89% respectively. The correlation
reaction and hand control reaction) and 3 egam | between the estimated probability of failg the
tracking tests (sine tracking, randonmatking and on-road assessment using this model and
step tracking). Cognitive tests included divided observed orroad Driving Scale scores was r=
attention, complex attention, visual search, decisio 0.77.

making, planning and impulse control. All 50 patier

and 12 control subjects were assessed off road us

the SMC tests and then on road. @uad assessmen

was conducted by a physical therapist and a drivin

instructor blinded to performance on efbad

testing.
43 stroke patients completed a pidriving 86% of all participants were correctly classifief
assessmen This study attempted to determineifajas “péaé$al 1l dr using the

short battery of tests (Figure of Rey, visual neglect battery. The sensitivity and specificity for the
on-road test) were sufficient to predict the results & shortened examination were 77% and 92%,
15-test pre-driving assessment battery. respectively.

Using retrospective data from 200 patients with | Overall, 54%vere considered fit to drive & 9%
stroke, the authors examined the assessment prog could drive following modification to the vehicl
in determining fitness to drive. Over the course of { (& training). Important factors associated with
day, assessments were conducted by an orthoptis| the outcome were vision (acuity & filed),
(visual function), a physiotherapist, and an neuropsychological function (divided attention
occupatbnal therapist. Ircar tests (track testand |and incar testing results- spedfically, reaction
road test) were conducted by an approved driving | time, anticipation, speed and positioning). For
instructor. Assessor meetings were conducted twi¢ individuals who failed the assessment, cogpniti
during the daylong testing (following clinical impairment was the main problem.
examinations and again following-aar testing).

Population:Experimental Group 1 (EG1, N=10): | 1. RT was significantly faster for the CG

Canada Median age=61yr; Gender: Male=6, Female=4. compared to EG1 (p<0.001) and EG2
Cohort Experimental Group 2 (EG2, N=10): Median (p=0.008) but no significant difference we
No Score age=55.5yr; Gender: Male=8, Female=2. Control found between EG1 and EG2 (p=0.09).
TPScr45d
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TP&c=54d
TPS&NA
Nstar=30
Nen=30

Barco et al(2014)
USA

Observational

No Score
TP®ean=8.6£10.7mo
Nstari=121

Nen=72

Group (CG, N=10): Mediage=59yr; Gender:
Male=5, Female=5.

Intervention: EG1 (right hemispheric stroke), EG2
(left hemispheric stroke) and the CG (healthy
controls) sat at a simulated pedal configuration wit
signals given to release the accelerator pedal and
press the brake peal. Three techniques were testec
a rightsided accelerator with right leg operating the
accelerator and brake, a rigisided accelerator with
left leg operating the accelerator and brake, and a
left-sided accelerator with left leg operating the
accelerato and brake. All patients performed 60
trials, 20 for each technique, in a random order wit
each 1530secs apart. Assessments were conducte
during each trial.

Outcomes:Foot Pedal Reaction Time (RT); Foot Pt
Movement Time (MT); Foot Pedal Total Resgmn
Time (TRT).

Population: Intervention Group (N=72): Mean
age=59.3+13.0yr; Gender: Male=39, Female=33.
Intervention: Patients completed a driving test at al
outpatient driving assessment clinic and a set of
questionnaires testing psychonmit, vision, and
motor abilities. Assessment on the driving test last
50-60mins and the questionnaires took 90mins to
complete.

Outcomes:Modified Washington University Road
Test (MWURT); Clock Drawing Task (CDT); Snellg
Maze TaskSMT); Trail Making Test Part A (FRT
Trail Making Test Part B (TABJ; National Institutes
of Health Stroke Scale (NIHS$3gful Field of View
(UFOV: Subtest 2); Short Blessed Test (SBT); Nin
Hole Peg Test (9HPT: Left, Right); Rapid Pace We
Test (RW); Grip Strength: Left, Right; Visual Acuit)
Pell-Robson Contrast Sensitivity Chart (PRCSC).

19.5.2 Interventions and Driving Performance

Table 19.5.2nterventions and Driving Performance

&

RT revealed a significant main effect of
Group (p<0.001) but no effects were four
for pedal technique (p=0.88) or Group x
pedal technique (p=0.19).

MT was significantly faster for the CG
compared to EG1 (p=0.007) but not
compared to EG2 (p=0.08). No significan
difference was found between EG1 and
EG2 (p=0.27).

MT revealed significant mairffects for
Group (p=0.02), pedal technique (p=0.00
and Group x pedal technique (p=0.001).
TRT was significantly faster for the CG
compared to EG1 (p<0.001) and EG2
(p=0.008). No significant difference was
found between EG1 and EG2 (p=0.09).
TRT revealedignificant main effects for
Group (p<0.001) and Group x pedal
technique (p=0.007), but no effect of ped
technique (p=0.06) was found.

A total of 45 patients passed the mWUR
and 27 patients failed.

Performance on the TMA, TMTB (both
p<0.0001), SMT (p=0.001), UFOV Subte
(p=0.005), NIHS$=0.008), CDT (p=0.027
and SBT (p=0.043) were significantly
greater for those who passed the mWUR
compared to those who failed.

9HPT Left and Right (p=0.027 and p=0.0
respectively), and Grip Strength Right
(p=0.018) were significantly greater amol
those who passed the mWURT compare
to those who failed but other measures o
motor ability did not differ significantly
between groups; Grip Strength Left
(p=0.334) and RPW (p=0.200).

Visual Acuity was significantly greater in
those who passed the mMWURTnepared
to those who did not (p=0.029) but no
difference was reported for PRCSC
between those who passed and those wik
did not (p=0.355).

TMT-A and SMT combined were found to
provide the best model for predicting
failure on the mWURT with i@ceiver
operating characteristic area under the
curve of 0.87.
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Author, Year

Country Methods Outcomes
PEDro Score
Klavora et al. 10 patients with stroke (6- 17 months prior to study | On the orroad evaluation, 6/10 patients were
(1995) participation) who had failed previous ewad driving [eval uated at “safe t¢c
Canada evaluations received training on a Dynavision appara receiveorr oad dri ving | es
No Score for a period of 6 weeks (3 times per week for 20 were assessed as unsafe to drive. Based on

minutes per session). Dynavision equipmennsists of | rehabilitation clients similar to those
a walkmounted board with 64 small square buttons | participating in the study, expected succeate
capable of illumination. The user may be instructed ir was 24%. Actual success rate was 60% (p<0.
variety of tasks, all of which include striking of The authors note that all subjects under the a:
illuminated target buttons. In the current study, users| of 65 were rated as safe to drive, while only 1
were instructed in an endurare task as well as a spee the 5 older subjects successfully completed th
task. In addition to Dynavision evaluations, participar on-road evaluation. Participants who were ratt
were assessed on simple and choice response timer{ as safgo drive differed significantly from
and a Bassin Anticipation timer. An-ooad evaluation | patients rated as unsafe to drive on Dynavisio
was administered following completion of training. | endurance and speed evaluations (p<0.001) ¢
well as simple response (p<0.001), visual
reaction (p<0.01) and movement times
(p<0.001). Choice response time and movem:
times were significantly shorter among patien
who passed the omoad evaluation (p<0.01 anc
p<0.001, respectively), but there was no
difference in choice reaction times. Anticipatio
times did not differ between groups.

Mazer et al. 97 patients who had suffered a recent hemispheric | There were no significant differences betweer
(2003) stroke within the 6 months and with a license to drive groups onany of the outcome measures. Ther
Canada before the referent stroke were randomized either a | was however, almost a-®ld increase (52.4%
7 (RCT) experimental group undergoing visual information | vs. 28.6%) in the rate of success on theroad
processing training using Useful Field of View (UFOV driving evaluation after UFQV training for
visual attention analyzer) or to a control group patients with rightsided lesions. Rehabilitation
undergoing visuoperceptual retraining with that targets visual attention sk was not

commercially available computer software. Baftoups | significantly more beneficial than tradition

received 20 sessions+2 3060 minutes session a perceptual training in improving the outcomes

week). Patients were evaluated on the Useful Field o of an orroad driving evaluation. Results sugg:

View, onroad driving evaluation, visuoperception test that a potential improvement for subjects with

and test of everyday attention. right-sided lesion, indicating that training must
target specific skills.

Akinwuntan et al. | 83 subjects within 3 months of first ever stroke who | At pre and post training assessments, there

(2005) both possessed a dr i ver '|wereno sigificant betweengroup differences
Belgium stroke were randomly allocatl to simulatorbased on visual or neuropsychological tests. At pre
8 (RCT) training (n=42) or to a control group (drivimglated training, there was no significant difference

cognitive tasks, n=41). The training program consiste between groups on the on road test. Both
of 1-hour sessions, 3 times per week over 5 weeks. A groups demonstrated significant improvement
subjects received visual and neuropsychological (p<0.05) from pre to post training assessme
assessments (Strokeilder Screening Assessment ang While the simulator group showed more
Useful Field of View) as well as an on road test of dri| improvement than the control group, this
ability. Driving fitnes sdifference did notreach significance (p=0.08).
“temporarily wunfit to dr|termsofthe 3 categories of fitnessmore
experimental condition participant advanced
from “unfit tdo idvrei"vet”
patients in the control condition. More control
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Devos et al.
(2009)
Belgium

8 (RCT)

Crotty et al.
(2009)
Australia
(RCTN/A

Akinwuntan et al.
(2010)

Belgium

8 (RCT)

Akinwuntan et al
(2010)

patients did not improve than experimental
patients. Most subjects improved at least by o
decision level. At followp, 73% of
experimental subjects passed their on road
assessment and could ctmue driving,
compared to 42% of control subjects (p=0.03)
This study represents further analysis of data derivec Overall, performance on the eroad test
from the Akinwuntaret al. (2005) study examining a | (overall) and 4 items (anticipation & perceptiol
driver training program. The authors examined the | of road signs, visual behaviouir &
impact of the two modes of training (task specific communication, quality of traffic participation
simulator training vs. cognitive training) on the 13 | and turning left) improved significantly more fc
specific items of the on road test. patients who received similar tiaing than for
those in the cognitive group. There was a non
significant trend toward greater improvement i
operational skills (road position & mechanical
operations) associated with simulator training.
Performance on individual tactical items (spee
distance from car ahead, lane position change
did not differ between groups. In addition,
simulator training had a greater impact on
visuointegrative items (anticipation &
perception of signs, visual behaviour and
communication, quality of traffic particifpion)
than cognitive training.
26 stroke patients were randomly assigned either to | There were significant differences at baseline
receive the Dynavision training intervention or be visual scanimg scores for neglect and abilities
placed on a waiti$t. Participants assigned to the response time (Zhoice inspection, response
intervention group received 3 Dynavision training and reaction). There were no significant
sessions (as per the Dynavision manual) per week fg between group differences in terms of epad
weeks. The primary study outcome was-@ad driving | assessment results (p=0.22). Although the
ability assessed at 6 weeks using a standardizetbed | difference did not reach statistical sidicance, a
drivingassessment. Secondary outcomes included | greater proportion of individuals in the
abilities in response time measures, visual field scani intervention group passed the assessment the
(visual scanning analyzer) and driving-géffcacy in the control group (76.9% vs. 46.2%). There
(Adelaide Driving SekEfficacy Scale). were no significant improvements
demonstrated for response times, visual
scanning or driving seéfficacy assdated with
Dynavision training vs. control group.
5-year followup study of Akinwuntan et al. 2005. 61 | 60% (18/30) of patients who hagceived
participants were reassessed. Blinded folloup simulator training were considered fit to drive
assessments were the same as those conducted at € 5-year followup vs. 48% (15/31) from the
months. In addition, BI, HADS, number of km/year | cognitive training group (p=0.36). 44 patients

driven and number of selfeported accidents and completed all assessments. 85% of those driv
tickets were reported. Driving status at 5 years was tl at 6 months continued to drive at 5 years.
primary outcome. Among drivers,iere was no increased risk of

accident vs. prastroke; however, there was an
increased risk of seleported traffic tickets
(RR=2.88). Cessation of driving was associat
with older age, lower Bl scores and higher
depression scores.

Additional report/analyses from Akinwuntan et al. 20( There were no significant between group
differences reported on the UFOV. However,
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Belgium
8 (RCT)

Hitosugi et al.
(2011)

No Score

24 individuals with stro& and 20 healthy control
participants were provided a training session in a
realistic driving simulator first driving on a simulated | collision. Rates of avoidance in both groups

there were significant within group
improvements on the UFOV test for both
groups. Improvements were sustained at folto
up (3 months).

On the first attempt, significantly fewer patient
than healthy controls were db to avoid a

seaside road (low traffic density) at a speed of up to { increased with each trial. Similarly, mean
km/h. Then participants were provided with a straight reaction time (0.8, rang 0-%.2) in the patients
road in whch they had to avoid a collision with a truck was significantly longer than in health controls
at 40mKm/h. Participants were provided with 3
attempts at the braking task. Braking speed/reaction | decreased o the second and third attempts fol
time was the primary outcome.

19.6 Returning to Work Post Stroke

(0.7 sec. 0.8..3) (p=0.02). Reaction times

individuals with stroke (p<0.001).

Table 19.8Return to Work Post Stroke

Author, Year
Country
PEDro Score
Weisbroth et al.
(1971)
USA
No Score

Smolkinand Cohen
(1974)

USA

No Score
FugtMever et al.
(1975)

Sweden

No Score

Mackay and Nias
(1979)

Scotland
No Score

Coughlan and

Humphery(1982)
UK

No Score

Methods

Qutcomes

623 hemiplegic stroke patients under the age of € 37% of patients returned to work. Women wet
who were seen for extended vocational counsellif more likely to return to work than men. Those

at the Institute of Rehabilitation Medicine were
followed.

74 hemiplegic stroke patients were evaluated for

vocational outcomes after a vocational
rehabilitation project.

A descriptive analysis of the incidence and surviv
of patients with first stroke with hemiplegia before
the age of 66 with special regard to employment.

100 stroke patients aged Gfears or less were

studied. Patients and relatives were interviewed 7

hours poststroke and again-nonths poststroke.
90 of the stroke patients were matched with
healthy controls from the community.

with left hemiplegia who returned to work
differed from those who did not return to work
on variables of ambulation, use of affected
upper extremity and notverbal dstract
reasoning. Those with rigtgided hemiplegia
who returned to work differed from those who
did not return to work on the variables of verb:
cognitive and communicative deficits.

32% of patients returned to work. More men
than women returned to work, 38% vs. 10%.

32% of all 8year survivorand 41% of those
who had only one stroke returned to work.
Return to work was correlated with degree of
motor handicap and age.

Of the 45 patients employed before stroke
onset, 9 hadlied and 17 had returned to work
by 6months poststroke. Of the 28 patients wh
returned home, 16 relatives were not working
prior to stroke, 8 had to abandon their jobs to
look after the patient, 2 had to reduce their
work hours and only 2 were able tork their
normal hours.

Postal questionnaire completed by the spouses 0 101 men were in paid employmeat time of

170 surviving stroke patients who had attended

stroke. Of the 71 under the age of 65 at follow

medical rehabilitation up to eight years earlier witl up, 30% were in paid employment and 5

patients had worked at some time during
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focus on both the physical and psychosocial aspg follow-up. Of the 21 currently working, only 10

of outcome for stroke. were employed fultime in their previous
occupation and the remaindeeduced their
hours and/or changed the nature of their work
35 women were in paid employment at time o
stroke and at follow up 17% were in paid
employment with three of them not being in
employment at time of stroke. None of the
female survivors over thage of 60 returned to

work.
Kotila et al(1984) The recovery of 154 stroke survivors was assess( Independence in daily living increased from 3:
Finland on discharge from hospital, activities of daily livin( to 62% and 68% at-&nd 12months post
No Score and return to work. stroke. Of those employed prstroke, 55% had

returned to work.
Howard et al(1985) | 379 patierts employed prestroke and living 4ear | Younger patients with less disability were mor
USA post-stroke were assessed for factors influencing | likely to return to work. Those in professional
No Score return to work managerial positions were more likely to work
than paients in bluecollar or farming positions
Bogousslavsky and | 41 patients under the age of 30 were assessed f¢ 81% of survivorsould return to work.

Reqili(1987) cause and prognosis of stroke.

Switzerland

No Score

Heinemann et al. The status of 432 stroke patients was documente 11% of 432 patients were working ai3onth
(1987) including the characteristics of functional follow up.

USA improvements and outcomes of 163 strogatients.

No Score

BlackShaffer and 79 stroke patients who underwent vocationally | 49% of patients returned to work a mean of 3.
Osberg(1990) oriented, comprehensive, inpatient stke months after rehabilitation discharge. There w
USA rehabilitation were followed to evaluate return to |a positive association between return to work
No Score work. and Barthelndex on admission and discharge

negative association was found between retur
to work and aphasia, rehabilitation length of
stay and prior alcohol consumption.

Adunksy et al(1992) | 30 young patients with a mean age of 3#487 were| 6-months following discharge, 81% of the

Israel retrospectively assessed for levels of activities of| subjects had returned to their previous or

No Score daily living and of basic functional movements. | alternative pbs, whereas the rest had given ug
their work owing to physical or psychological
disabilities.

Saeki et al(1995) Return to work was examined retrospectively in a Authors identified 2 time periods associated

Japan group of 183 ptents with firstever stroke. Taking | with return to work; within the first 6months

No Score length of followup period into consideration, the | (coinciding with early discharge) and-18

influence of muscle strength, presence of apraxia months after admission (coinciding with end o
and type of occupation (white vs. blue collar) was publiclyfunded sick benefits). Overall, patients
assessed. Primary outcome was return to work ai were more likely to return to work if they were
months postdischarge (defined as 1 month or mor experiencing normal muscle strength (OR =5
of work in active employment). p<0.05, vs. severe weakness), had no apraxis

(OR =4.16, p<0.05, vs. with apraxia) and had

white-collar occupation@R = 1.43, p<0.05 vs.

blue-collar).
Wozniak et al(1999) | 203 individuals with stroke who had been employ| At one year, employment status was known fc
USA full-time prior to stroke were identified and 109/120 individuals; 53% had returned to worl
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No Score followed for up to 3 yearafter the stroke event. | —85% of whom had fulime employment.
Uniform follow-up times were established for 2 | Employed individuals were younger (p<0.05)
groups; i) one year post stroke n=120 ii) two year| and probability of employment was lower for
post stroke (but not contacted attheoneyear |t hose i ndi vi dua kewrityof £
follow-up n = 48. Mean age = 55.3. deficits (Barthel Index) was a negative predict

of return to work at one year while household
income (>$30,000) was a positive predictor. A
years, approximately 44% of individuals had
returned to work (fulitime for the majority).
Severityof deficit and any motor weakness we
significant negative predictors of employment
while household income (>$30,000) and norm
Glasgow Coma Scale 10 days post stroke)
were significant positive predictors.

In crosssectional analysis at orgear folbw-up,
persistent motor weakness, aphasia and corti
dysfunction were all negatively associated wit
return to work.

Vestling et al(2003) | 120 post stroke individuals (47 wamn and 73 men) 41% of individuals surveyed had returned to

Sweden who had been working prior to stroke were work. Mean time fran the event until return to
No score surveyed by postal questionnaire. The mean age| work was 11.9 months. The majority of
time of stroke = 50 years. The mean time from | individuals had been employed full time prior 1
stroke to data collection = 2.7 years. stroke, however, 61% of those who returned t

work reduced their working hours. The most
important predictors of return to work were
identified as ability to walk, type of profession
(white collar vs blue collar) and cognitive abilit
Individuals who returned to work reported
higher levels of subjective wellbeing and life

satisfaction.
Naess et al(2004) 232 stroke patients aged 1549 were followed up ¢ 84.5% had been employed prior to stroke;
Norway mean 5.7 years after the first stroke event. There| 58.3% wee employed at followup (p<0.001).
No score were 187 surviving stroke patients at the time of | More patients were employed on a patitme
follow-up. basis than prior to stroke. Analysis of employe

people demonstrated that unemployment at
follow-up was associated with increasing age
and unfavourable outcome (modified Rankin
Score >2). Marriage and a higher level of
education reduced the risk of unemployment.
Glozier et al(2008) | In the 39 Auckland Regional Community Stroke | 53% of these individais had returned to work
New Zealand (ARCOS) study, 279 stroke patients who were in| by 6 months. On regression, likelihood of retu
No Score paid employment at the time of stroke were to employment was reduced with early
identified. 210 of these were surviving at the time| psychiatric morbidity (OR = 0.42, 95% Cl 0.22
6 months followup. The mean age = 55 (SD=11 | 0.80), noANZ/European ethnicity (OR=0.40,
years). 95% CI 0.1:D.91), prior paritime employment
(OR=0.36 9% CI 0.18.89) and not being
independent for ADLs as assessed on the Bal
Index (OR=0.28, 95% CI| 01.39). 94% of
individuals who had returned to work by 6
months were living at home by 1 month. 86%
individuals who were still hospitalized at one
month were not able to return to work.
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Busch et al(2009)
UK
No Score

Gabriele & Renate
(2009)

Germany

No Score

Lindstrom et al.

400 patients working prior to stroke were identifie| Information on employment status was
Return to paid employment at one year was available for 266 patients one year following tl
identified as the primargtudy outcome. Secondar stroke event. 35% of these patients had
outcomes included disability (Barthel IndeBl), returned to paid employment approximately
and social activity (Frenchay Activities IndeXAl). | 2/3 were working fulitime. On regression, the

Social activity was categorized as inactive, final model demonstrated that oldeage, female
moderately active or very active at one year. Meg sex, black ethnicity, diabetes and dependence
patient age = 53.8 (SD=12..9) 1 week were independently associated with

lower odds of returning to work at one year. O
crosssectional analysis, return to work was
associated with higher Bl and FAI score
categories. Howevernf 161 people who were
independent on followup (Bl >19), 53% had nc
returned to work. Similarly, 39% of individuals
who were very active (FAI.30/45) were not
employed at 1 year.

70 couples (individuals with firgtver stroke and | 26.7% of patients employed prior to stroke
his/her spouse) were interviewed at baseline (me| returned to work by 1 year; 87.5% were it
4.3 months post stroke) and one year later. collar workers. Mean age of patients not
Assessments via interview included the BI, the | returning to work was 5 years greater than
Patient Competency Rating Scale (PCRS) and th| those who did return to work (p=ns). Sex and
WHOQOL Bref. Aflatients had been employed or | household income were significantly associats
seeking employment at the time of his/her stroke. with return to work such that females were
Mean age of patients was 52.4, and of spouses W more likely than men to be empley (p=0.002)
50.3 years. 80% of spouses were female. as were individuals with an income of more th
2000 euros/month prior to the stroke (p=0.041
Individuals who did not return to work had
significantly poorer Bl scores at admission, as
well as PCRS ADLs and RPE&R ition scores
than individuals who did return to work (p<0.01
in all cases). Quality of life was stable over tin
in both groups, but individuals who returned tc
work had significantly lower quality of life at
each assessment point. In addition, spouses (
patients who returned tovork demonstrated
significantly greater QOL (physical, psycholog
& environmental subscales) than those with
unemployed partners. Scores on the social
subscale of the WHOQOL were not significan’
different between groups.

855 individuals with stroke who had been employ The majority of study participants were aged-<

(2009) prior to the event responded to a questionnaire |55 and there were more men than women
Sweden intended to investigate important factors in included (n=517 vs. 301). 65% of participants
No Score returning to work. Univariate analysad multiple | returned to work. On multiple logistic
logistic regression were employed to identify regression, individuals who considered it
significant factors associated with return to gainfu important to work (OR = 5.10, 95% CI 37334),
employment. could still run 100 m (OR=2.77, 95% GA.B),
and had support to return to work (OR = 3.66,
95% Cl 2.2B.9) were most ligly to do so. In
addition, higher SES (OR =2.12, 95% C} 1.3¢
3.24) and not feeling like a burden to others
(OR=3.33, 95% CI 1-847) were also associate
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with increased likelihood of return to work.
Gender, independence in activities of daily livi
andcognitive abilities were not associated witt
return to work.
Saeki et al(2010) 325 individuals with stroke were registered in the| 253 patients were available for folloup. 55%
Japan study. All participants were less than 65 ygaf age returned to work. On stepwiseegression, male
No Score and had been employment prior to the stroke gender (OR=3.24, 95% CI :110.96), having a
event. Patients were grouped by time to return to| functional hand on the hemiplegic side
work —early return was <100 days post stroke an{ (OR=4.66, 95% CI 119.53), and being
|l ate return >2100 days. independent(Barthel Index score of 8100)
(OR=2.71, 95% CI 1:883) were all
significantly associated with egrreturn to work

(n=127).
Andersen et al(2012) | 83 individuals with first stroke who were <60 year| 53% of patients had returned to work at 1 yea
Denmark of age and employed either fuiime or parttime at | 58% by 2 years. Presence of pstibke fatigue
No Score the time of the strde event. Patients were (General Fatigue score >12) appeared to be

recruited during acute care stay; follewp occurred| associated with lower chance of return to paid
at 10 days, 3 months, 1 year and 2 years post evi work (OR=0.51, 95% CI 0:189 and 0.39 95%
Outcomes included fatigue (assessed using the | Cl 0.161.08 at 1 and 2 years respectively).
Multi-dimensional Fatigue Inventory (MEOD) and
return to work (defined as woikg or studying at
least 10 hours/week).
Tanaka et al(2011) | Based on the same cohort as Saeki et al. 2010. | The sample was 80% male. Successful early
Japan Reported regression analysis to examine predictd return to work was recorded for 30% of
No Score for early return to work. participants. White collar employment (vs. blu
cdlar), Barthel Index score at baseline and
employment status (yes vs. no) at discharge
were identified as significant predictors of earl
return to work. In individuals with mild physica
impairments, the presence of cognitive
dysfunction (aphasia, visuoapal neglect,
attention dysfunction, memory impairment anc
intellectual impairments) was associated with
inability to return to work.
Trygged et al(2011) | Individuals with fist-ever stroke discharged from | Individuals vith higher levels of education
Sweden hospital from 19962000 (n=7,081). The associatiq (universitylevel, RR=1.33), and higher income
No Score between return to work (34 years post discharge) | (upper quartile vs. lower, RR=2.02) returned ti
and income and education variables was examin( work more often than those with lower levels
controlling for age, sex, stroke subtype and lengtt education and/or lower income. Men and
of stay. women had about the same probability for
return to work once adjustment had been mac
for gender differences in level of education an
income. Length of stay was also associated w
return to work such that individuals with short
lengths of stay were more likely to return to

work.
Hannerz et al(2012) | Previously employed stroke patients from the yea Size of enterprise was significantly associatec
Denmark 20002006 (n=13, 178) identified from 2 large with return to work post stroke (=0.034).
No Score population databases. Length of follewp = 2 years Compared to the largest institutions, each

The study populabn was considered according to| increase in size of enterprise was associated
pre-stroke employment in enterprises defined by ¢ with a small increase in the odds of returning 1
size categories: micro {4 employees), small (109 | work post stroke.
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Doucet et al.(2012)
France
No Score

Hackett et al(2012)
Australia
No score

Sreedhararet al.
(2013)

India

No Score

Kauranen et al(2012)
Finland
No Score

employees), medium (5849 employees) and large

(2250 employees) .

Participants included stroke survivors who had bg Individuals who returned to work were more

working at the time of their stroke were at least 3| likely to be married orhave a partner, were les

years since stroke event. Job characteristics, typ¢ likely to have a language disorder, and had a

employment, job title, and post stroke professiong higher functional ability (all p<0.05)

outcomewere assessed. Return to work was also facilitated through
professional suppor{p<0.004), having contact
between an occupational physician and the
Centre for Rehabilitation and Physical Medicir
staff (p<0.007), and having been returned to
driving (p<0.001)

A population of young stroke survivors (agefd) |75% of participants in thistudy returned to part

with recent stroke were studied to determine rate{ or full time paid employment during the first

of return to work following stroke, as well as year following stroke.
variables associated with return to paid Univariate analysis showed that number of
employment. financially dependent children (OR=1.02, 95%

0.81.,31, p<0.01), self employment (OR=2.28
95%Cl: 1.0-4.87, p<0.01), on manual
employment (OR=2.206, 95%Cl: 1381,
p=0.01), no health insurance (OR=0.52, 95%(
0.3-0.91, p<0.01), indpendance in ADLs
(OR=10.24, 95%Cl: 0-348, p<0.01), and no
depression at 28 days post stroke (OR=2.41,
95%Cl: 1.06.42, p<0.03) werelbsignificantly
associated with a return to work,
In a multivariate model, no prior activity
restriciting illness and younger age were also
associated with a return to work.

150 stroke survivors and their caregivers were | Employment loss in stroke survivors had a

studied to explore the relationship between returr| statistically significant association with

to work and social functioning. functional disability (p=0.037), male gender
(p=0001), and limb weakness (p=0.043).

Stroke survivors who had been employed prior to, The number of cognitive deficits post stroke

stroke were prospectively studied to determine if | onset (mean = 8 days posnset) was the only

the initial cognitive severity of the stroke predicts | factor significantly associated with an inability

the return to work. return to work (OR=2.23, 95%ClI: 1.29 to 3.92
Age, education, type of work, NIHSS score,
lesion characteristics, and Barthel index score
were not found to be associated with retuto
work in this population.

Peters et al(2013) Population;:Mean age=47.2+12.3yr; Gender: 1. More than half of study participants (55%
Nigeria Males=57, Females=44. returned to work after the stroke event.
Retrospective Intervention: To explore the frequency and 2. Multivariable logistic regression results
No Score determinants of return to work (RTW) among revealed that the only statistically
TP®ean=19.5+£22.0mo| Nigerian stroke survivors. significant predictors of RTW after stroke
Nstar=101 Outcomes:Functional ability: modified Rankin Sce were functional status (p<0.001) and pes
Nen=101 (mRS). stroke duration (p<0.05). However,
absence of disability (OR=57.7, 95%Cl: ’
—276.8) or ght disability (OR=15.1,
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Maaijwee et al(2014)| Population: TIA Group (TIA, N=215): Mean

Netherlands
Prospective Cohort
Study

No Score
TP®ear=8.1:7.7yr
Nstar=694

Nen=694

Tanaka et B (2014)
Japan
Prospective

No Score
TPBveraF574d
Nstari=250

Nen=128

Brey and Wol{2015)

USA

age=39.7+8.0yr; Gender: Males=88, Females=12

Ischemic Stroke Group (IS, N=425): Mean

age=39.1+8.1yr; Gender: Males=182, Females=2
Intracerebral Hemorrhage Group (ICH, N=54): M¢
age=36.2+8Byr; Gender: Males=26, Females=28.
Intervention: The incidence of unemployment afte
first time TIA, IS, or ICH was prospectively analys
Participants were drawn from the Follelp of TIA

and stroke patients and Uelucidated Risk factor

Evaluation (FUTRE) study.
Outcomes:Unemployment after stroke.

Population;: Mean age=55.3+7.2yr; Gender:
Males=280, Females=71

Intervention: To examine clinical, functional, and
occupational factors associated with return to wol
within 18 monthsafter stroke (with a focus on
higher cortical dysfunction on return to work) in th

chronic phase.
Outcomes:Return to work.

Population: Skilled workers (N=12): Mean
age=51.17+7.33yr; Gender: Males=42%,

95%Cl: 3.%8.3) were associated with a
higher chance of returning to work.

202 (29.1%) of participants were
unemployed at followup.

A greater proportion of unemployment
was found in the young patient populatio
compared with the Dutch control
population in all age groups for bothen
(OR 3.2 [95% CI 2%60])and women (2.3
[1.8-2.9]), besides women between 55
65yr and men<35yr.

Female and male patients between the
ages of 3544yr had the highest risk of
unemployment (women; 4.7 [3:0.0];
men: 9.4 [5.615.3].

Longer duration ofollow-up (2 tertile:
2.8 [1.74.7], p<0.0001; Stertile: 3.4 [1.9
6.1], p<0.0001) and higher NIH Stroke
Scale score (1.1 [1:D1], p<0.0001) at
admission were both factors associated
with significantly higher risk of
unemployment.

There was ndalifference in unemployment
rates between IS (1.4 [08.3]) and TIA
patients (OR 1). However, there was a
higher risk of posstroke unemployment ir
patients with ICH (2.2 [0-9.9]).

From the number of those who followed t
for this study, (n=128), 51.5% of males at
50% of females reported a successful
return to work.

Job type, work position, etiological
diagnosis, upper extremity function,
walking ability, spasticity, visuospatial
neglect, aphasia, attention dysfunction,
memory dysfunction, and intelligence
dysfunction were significantly associated
with return to work at 18month follow-up,
adjusting for age, gender and Bl at start ¢
rehab.

Adjusting for age, gender, and Bl at staft
rehab, job type, aphasia, attention
dysfunction, and walking ability were
significantly associated with return to wor
Age (HR=0.96; 95 % CI: 6-948) and Bl a
start of rehab (HR=1.01; 95 % CI £D01)
remained significantly associated with
return to work even after adjustment for
walking ability, whitecollar job, aphasia,
and attention dysfunction.

There was a significant difference betwe
the two groups on the DKEFS (p=0.000),
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Prospective Cohort | Females=58%. Unskilled workers (N=9): Mean WMSDSF (p=0.008), WM3SB (p=0.021),

No Score age=49.67+7.75yr; Gender: Males=33%, WMSSSF (p=0.006), CVILTp=0.011), anc
TP SveraF3mo Females=67%. on the WTAR score (p=0.000).
Nstar=24 Intervention: Participants with stroke completed al 2.  The total SPS score was significantly hig
Nen=21 assessment battery of questionnaires approximat in the skilled workers compared to the
3 weeks and 7 months post stroke. Data was use unskilled workers (p=0.015) however the
to investigate the relationship among the factors WAI was not significantly different
that influence return to work for young adults with between the two groups (p=0.164).
mild stroke fromdifferent socioeconomic 3. Individuals in the unskilled worker group
backgrounds. Individua reported significantly less favorable work
and “unskilled” worker environments than indiduals in the
Hollingshead Index. skilled group specifically regarding
Outcomes:Wechsler Memory Scale The Digit Spe supervisor support and work autonomy
Forward/Backward (WM®SF/WMDSB); following a mild strokes (p=0.017,
Wechsler Memory Scale Spatial 8pa p=0.049).

Forward/Backward (WMSSF/WMSSB); Delis
Kaplan Executive Function System (DKEFS);
California Verbal Learning Test (CM);TWechsler
Test of Adult Reading (WTAR); Stanford
Presenteeism Scale (SPS); Work Ability Index
Questionnaire (WAI); Environmentabrk
conditions.
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