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Abstract

Background

The social consequences of having a stroke can be severe, with social isolation a reported
problem. It is little explored, however, what factors predict who will feel well supported and
retain a strong social network after a stroke, nor is it well understood why friendships and
other social contacts are lost.

Aims

This thesis explored: 1) how social support and social network change over time following a
stroke, and whether this is difet for those with aphasia; 2) what factors predict perceived
social support and social network six months post stroke; 3) why people lose contact with
friends, and whether there are any protective factors; 4) how the changing dynamics within
the family wnit are perceived by the stroke survivor.

Design and setting

Repeated measures cohort study. Participants were recruited from two acute stroke units and
assessed at two weeks (baseline), three months and six months post stroke. A subset of
participants wa selected for hlepth qualitative interviews &15 months post stroke.

Measures and methods

Stroke Social Network Scale; MOS Social Support Survey; General Health Questionnaire;
National Institute of Health Stroke Scale; Frenchay Aphasia Screenind-fersthay

Activities Index; and the Barthel Index. Multiple regression, ANOVA, correlation-and t
tests were used as appropriate.

Results

87 participants were recruited of whom 71 were followed up at six moktkssx months,

56% of participants were mal&6% had aphasia, and the average age was 69 ye&8 old.
participantdook part in qualitative interviews. Perceived social support at six months was
not significantly different from prenorbid levels; social network, however, did significantly
reduce jp =.001). Those with aphasia had comparable levels of perceived social support
but significantly reduced social networks (p < .05) compared to those without aphasia.

&RQFXUUHQW SUHGLFWRUV RI SHUFHLYHG VRFLDO VXSSRUW LC
network, their marital status, and their level of psychological distress (adRfste@7).

There was only one baseline predictor of social support at six months: perceived social

support prior to the stroke (adjust@tl= .43). Concurrent predictors of social network at

six months were: perceived social support, ethnic backgroundsiafrad extended

activities of daily living (adjuste® = .42). There were two baseline predictors:mpbid

social network and aphasia (adjusRéd: .60).

There was a significant reduction in the Friends factor of the social network measure (p <

.001) The main reasons for losing friends were: changing social desires especially a sense

WKDW PDQ\ SDUWLFLSDQWY ZHUH pFORVLQJ LQY RQ WKHPVHO
reduced energy levels; physical disability; environmental barriers; andpfulirelsponses

of others. Family were generally robust members of the social network post stroke. The

spouse was the main provider of all support functions. Nonetheless, beneath the apparent

stability of the quantitative data there were changes in howyfaetationships functioned,

including some distressing role shifts, for example, receiving rather than providing support.

Conclusion

Contact with family and perceived social support remained stable post stroke. In contrast, a
SHUVRQYV VR F Ldbticul&) EbitatRiitiNfriebd3, Bas found to reduce, especially

for those with aphasia. Indeed, aphasia was the only stetdted factor at the time of the

stroke that predicted social network six months later. Intervention aimed at addressing social
isdation may be most effective if it takes into account the multiple reasons for friendship
loss, including new language and physical disabilities, as well as changing social desires
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Chapter One: Introduction

Stroke is the most commoause of adult disability in Englahdnd the

social consequences of having a stroke can be severe. Studies have found
that following a stroke people take part in fewer social activitieand

contact with friends and theider network is vulnerabté. There is also
evidence that poor social support post stroke is associated with
psychological distre$s*, reduced healthelated quality of lifé**4, and

worse physical recovely*".

7KLV 3K'" HISORUHV IXQFWLRQDO DQG VWUXFWXUDO DV
support system over the first 12 months following a stroke, using both

qualitative and quantitative methodologies. Factors which predict who will

feel well-supported and have a strong social network are analysed. The

impact of the stroke on the family unit, as well as on friendships and the

wider network, are also explored. Finally, a social network typology is

developed, and the support provided fedent network members is

examined. Both those with and without aphasia were recruited into the

project, allowing a direct comparistm be maddetween their different

experiences.

This introductory chapter will cover the following topics: health servic
priorities in relation to the stroke population; brief historical overview of the
concept of social support; the link between social support and haadth;
theoretical models which could potentially explain the role of social support
following a stroke A systematic literature review gbcial support after a

stroke is the topic of Chapter Two.
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1.1 Stroke and aphasia

1.1.2 Definitions, prevalence and importance
A stroke is caused by disruption of the blood supply to the brain. There are
two main typs of stroke: ischaemic, where a clot narrows or blocks a blood
vessel resulting in brain cells dying frdatk of oxygen; and haemorrhagic,
where a blood vessel bursts and damage is caused by bleeding in tH& brain
Ischaemic strokes are more common, accounting for around 85% of strokes.
A further 10% of strokes are due to primary haemorrhage and 5% due to

subarachnoid haemorrhdge

According to the National Audit Office, each year around 110,000 people in
England have a stroke andtbése around 30% will die in the first month,
making stroke the biggest cause of death after heart disease and°cancer
Of those who survive, it is estimated that around one third will have a long
term disability’, and about 5% will be admitted to lotgym residential

caré?. Although those who are older are more at risk, around 25% of those
who have a stroke are under85Further, it is estimated that each year
10,000 people under 55 years of age, and 1,000 people under 30 years of
age will have a strok& In total there are more than 900,000 stroke
survivors living in England, and of these, 300,000 are living with moderate

to severe disability, making stroke the leading cause of adult dis&bility

7KH LPSDFW RI KDYLQJ D VWURNH RQ LQGLYLGXDOVY C
HGHYDVWDWLQJ DQG ODVWLQJY Thenamiteldf th® WLRQDO 6 W
disability following a stroke is determined by which part of the brain has

been damaged, and on the extent of the injury. Comnificutties
16



following a stroke include difficulties with movement, balance, walking,

reduced sensation, swallowing, cognitive difficulties, incontinence, and

UHGXFHG HQHUJ\ OHYHOV 7KHVH FDQ LPSDFW RQ DQ L
out activities of dailyliving, for example, dressing, feeding, and maintaining

personal hygiene. They may also restrict participation in social activities and

limit community integration.

Another common sequela of stroke is aphasia. Indeed, it is estimated that
around one thi of stroke survivors will have apha&iaand for 15% of

stroke survivors aphasia will persist in the lgegr?>. Aphasia is a

language disability, caused by damage to the communication centres of the
brain. Although the most common cause of aphasittage, it can also be
caused by other brain damage, such as traumatic brain injury or tumour.
Aphasia can affect all language modalities, thus a person with aphasia may
have difficulty speaking, understanding, reading or writing. As observed by
Connecta charity for people living with aphasia, the consequences of
having aphasia can affect day to day life and relationships profoundly:
M(YHU\GD\ DFWLYLWLHYVY VXFK DV KDYLQJ D FRQYHUVDW
watching television, may suddenly become a soaf@eofound frustration

and anxiety both for the person with aphasia and for their families, friends

DQG FBUHUV |

The emotioal impact of having a stroke is considerable. A systematic
review of depression post stroke estimated that around 33% of stroke
survivors show depressive symptdf&or people with aphasia this figure

is higher, reported at 620%. In comparison, it is estimated that between
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10-15% of the general elderly population (aged over 65) have depression,

with more severe depression affecting arows¥3°.

A further consideratin is the cost of care. The financial cost to the NHS and
the economy has been estimated at £8billion in Z)@8 which £3billion

was direct care costs to the NHS, making it more costly than heart disease.
Informal care (for example, nursing home feeisl ffar by family members)

and cost to the wider economy (for example, through lost productivity)

accounted for a further £5billiofi.

In summary, given the physical, emotional and financial costs to the
individual, their family and the nation, stroke should be a high pritoity

the health servicdn fact, in D05, the National Audit Office noted that the
Department for Health had focused on cancer and heart disease in terms of
setting priorities and allocating resources, and had accorded stroke a lower
priority. Since then, however, the National Stroke Stra{2g97) has been
SXEOLVKHG RXWOLQLQJ D pTXDOLW\ IUDPHZRUN DJDL(
VHFEXUH LPSUR Y HrdsQtinG\olit aGions and measures to
Improve services over a tgmar time frame. A more recent report from the
National Audit Office (2010) documented significant impgoent in stroke
care since the publication of the National Stroke Strategy, including better
emergency response and acute hospital care. Still, there are concerns that

long-term support of stroke survivors remains inadedate

1.1.2 Shifting conceptions of health
Over the last half decade, there has beernfasithe way society views
health. Rather than conceptualising health in the traditional medical model,

where it is seen as the absence of disease or infirmity, there has been a move
18



towards the positive concept of weking, including physical, mentahd
social component§ 7KXV |IRU H[DPSOH WKH :RUOG +HDOWK 21

current definition 6health, first stated in 1948, is as follows:

p+HDOWK LV D VWDWH RI FRPSOHWeéingsawdviatFDO PHQWD

PHUHO\ WKH DEVHQFH R GLVHDVH RU LQILUPLW\ |

This broader conception of health is mirrored in many of the aims of the

National Stroke Strategy. For example, the main aim of healthcare

intervention after the acut¢ WDJH LV pyWR DFKLHYH D JRRG TXDOLW
maximise independence, welEHLQJ DQG F K.FSInfiatly the S

National Clinical Guidelines of the Royal College of Physicians (RCP)

VWDWHVY WKDW pWKH JRDO RI KHDOWKFDUH LV WR KH(
community in the way thawv K H\ Z D Q $& Thusthere is consensus that

the aim of healthcare goes beyond assisting physical recovery. Further, best

practice in stroke care recognises the lemgn needs of the stroke

population, with recommemdions that stroke survivors are reviewed

annually to monitor physical and emotional néeds

Another shift in how healthcare is provided is the increasing importance

DFFRUGHG WR WKH SDWLHQWYV SHUVSHFWLYH RQ ERW
priorities. In 1999, the Patient Partnership StratEgyed to improve

service delivery in part through involving patients in making informed

decisions about their cdfeMore recently, one of the key recommendations

in the RCP National Clinical Guidelines is that the views of stroke patients

and their carers should be taken into consideration when evaluating a

servicé®. The National Stroke Strategy has as ofiés top ten priorities

that people with stroke should be involved in service plafinkgther,
19



WKHUH LV D FRQVHQVXV WKDW VWURNH VXUYLYRUV EH
their own rehabilitation pathway. This process has arguably contlibute

the holistic nature of the health service aims described above.

If the aim of health service interventions is improving quality of life and

well-being, then it follows that consideration should be given to the social

support systems surrounding theoke survivor. Of note is that as far back

DV HVRADIOQIHAOV FRQVLGHUHG LQWHJUDO WR K&t
definition®®, The National Stroke Strategy acknowledges the importance of

both close family as well as the wider social network as importan

components in living successfully with stroke. The central supportive role of

the carer is emphasised, such that the health anébeialy of the carer is an

aim of service delivery in itself (p44)Further, one of the top ten priorities

LV SDUWLFLSDWLRQ LQ S Rutévth svErcobmephsd® YLVLRQ RI
communication and psychological barriers to engage and patrticipate in

FRPPXQLW\ BDESVLYLWLHV 1

Conceptualising health in such a broad and far reaching way has

implications for how services need to be configured. If theadihealthcare

intervention is participation, then this will potentially affect how leisure,

transport, housing, education and employment are organised. The RCP

REVHUYH WKDW pORVW KHDOWKFDUH IRFXVHV RQ LPSU
undertake activitiesThe wider task of achieving community integration

also depends upon additional factors such as availability of suitable and

accessible social settings and appropriate training for community providers

RI OHLVXUH DQG VR FL Bodh theFRER ¥nid Wie Ne¥idhal S

Stroke Strategy conclude that services need to work together, and that

20



specialist voluntary sector services and peer support groups may play an
important role. It is anticipated that the findings from this thesis will inform
health service provision in this broadest sense, including the interface

between health, social care, and the third sector.

1.2 Concept of social support

1.2.1 Historical perspective
%DFN LQ WKH (QJOLVK SRHW -RKQ 'RQQH ZURWH p1
entiUH R * \Beforedihy, stretching back to Aristotle and his exposition
on the role andalue of friendshi, philosophers and artists have mused on
the meaning of social connections and the seemingly innate need to belong.
Thus reflections on the meaning of social bonds are not a modern
phenomenon. Bhetheless, current understanding of social support and
social networks is informed by developments in sociology, psychoanalytic
theory, anthropology and psychology that have taken place over the last 150

years. The major developments in this area ardyoatlined below.

Emile Durkheim (1858 -1917)

Over 100 years ago, Durkheim (1897, trans 1¥%#yued that even an

DSSDUHQWO\ pLQGLYLGXDOY DFW VXFK DV VXLFLGH FR
social integration. He found that suicide rates were lower in societies where

individuals were more embedded or integdainto the social groups around

them. Durkheim theorised that in understanding suicide it was therefore

important to understand the role of social integration and the ways in which

an individual may be influenced by social relationships. It has beendargue

that his work led the way to others to establishing similar links between
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social ties and mortality, and more generally, considering the explanatory

SRZHU Rl VRFLDO FRQWH[W LQ UHODWLRQ WR DQ LQGL

John Bowlby (1907-1990)

%YHUNPDQ UHFHQWO\ GHVFULEHG %RZOE\ DV uRQH
psychiDWULVWYV R W K H*Verzhis if\ehtiaMusrk inHi@ W30S \

and 70s on attachment. Bowlby believed that there is a universal human

QHHG WR IRUP FORVH DIIHFWLRQDWH ERQGYV DQG WK
PRWLYDW L RQi®rot setbndar Rofphysical needs such as hunger).

His attachment theory suggested that the healthy psychological development

of an infant was dependent on the infant experiencing a ywatimate and

continuous relationship with a responsive carer. From this secure base, the

infant would be given the safety and emotional security to explore the

world. These intimate bonds created in childhood would then form the basis

of subsequent lovinand lasting adult relationships. In particular, Bowlby

vDzZz PDUULDJH DV WKH HTXLYDOHQW pVHFXUH EDVHY R
which the individual could flourish in the woffd Berkman suggests the

VWUHQJWK RI KLV WKHRU\ OLHV pLQ LWV DUWLFXODWL
secure attachment for its own sake, for the love and reliability it provides,

andforitsRZQ 3VDIH KDY®BQ " ¢ S

1.2.2 Function al social support

From Bowlby to concepts of functional support
Influenced by the work of Bowlby, in 1974 Weiss developed a model of
social provision: different functions which he suggested were essential if an

individual was to feel supported rather trzoné?. He described six
22



provisions of support, performing both expressive and instrumental
functions for the individual. These were: attachment (as described by
Bowlby); social integration (or a sense of belonging to a grapjlance

(for example, receiving advice when needed); reliable alliance (a belief that
others can be relied upon); reassurance of worth (feeling valued by others);

and opportunity for nurturance (the belief that one is needed by others).
Two years laterin 1976, Cobb defined social support as foll&tvs

M6RFLDO VXSSRUW LV GHILQHG DV LQIRUPDWLRQ OHDG

he or she is loved, esteemed and belongs to a network of mutual\dhligaQ v

By the 1980s a number of theorists were defining a variety of supportive
functions that were hypothesised to be of importance, such as House
(1981} In their review of the social support literature in 1985, Cohen and
Wills documented the most common supportive functions that had been

assessed in the studies reviewed (p%13hese were:

x Esteem suppartvhich Cohen and Wills define as supporting a
person to feel esteemed, accepted and valued. This type of support is
now usually referred to ag (P RW L R Q D,@nd/iX&sd Rthad]
expressive support, and sedteem support. Commonly it may also
refer to feeling loved, valued, and cared for; encoemsant; feeling
there is someone to confide in who will be understanding; sympathy;

and reinforcement of positive selppraisai®*.

X Instrumental support GHILQHG E\ &RKHQ DQG :LOOV DV puSU

ILQDQFLDO DLG PDWHULDO UHVRXUFHV DQG QHH(
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GHILQHVY LQVWUXPHQWDO VXSSRUW DV pKHOS
tangible needs such as getting groceries, getting toirstppents,
SKRQLQJ FRRNLQJ FOHDQlaQalsReaBD\LQJ ELOOV
personal care. This sort of support is also known as practical support,

tangible support or material support.

x Informational supportCohen and Wills define this as help in
HGHILQLQJ XQGHUVWDQUGRBOHPRWLFRBY & Q®VWKOR
commonly, it is understood to mean feedback, guidance, advice, or
provision of information that may help provide a solution to a
problem?®*° |t may also include help in deciding which course of

action to tak&. It is sometimes referred to as advice support.

X Social companionshigefined by Cohen and Wills as spending time
with others, for example, in leisure and recreational activities.
SherbourneDQG 6WHZDUW GHILQH D VLPLODU FRQFHSW
LOQOWHUDFWLRQY DV pWKH DYDLODELOLW\ RI RWKH

ZLVEK

Received versus perceived functional social support

A further development in the field has been to disentamgieivedsupport

(sometimes known as enacted support) fparceivedsupport. Ditzen and

Heinrich (2013* GHILQH UHFHLYHG VXSSRUW DV pDQ LQWHQG
act of help (including all fune? LRQDO W\SHV § ZKHUHDV SHUFHLYHG
PXQGHUVWRRG DV D JHQHUDO H[SHFWDWLRQ RI EHLQJ

support may vary according to life circumstances, perceived support is
24



understood to remain relatively statileThoits (2011)* suggests that the
SHUFHSWLRQ RI EHLQJ VXSSRUWHG LV PSUREDEO\ JHQ
LQYLVLEOH VXSSRUWLYH H[FKDQJHV RFFXUULQJ RYHU
means commonplace support eanges that are so minor as to be taken for

granted. By contrast, with received support, the supportive act becomes

visible.

It is of interest that perceived support is only weakly associated with actual

support received: in a me#malysis of 23 studiesjaberet al (2007)*

found the association to be r = 35 hey observe that perceived support is

more strongly and consistently associated with physical and mental health

than received suppbfThoits (20113* suggests that this is because visible

support (ie received support) may be less acbéptnd welcome,

particularly if it cannot be reciprocated. Sherbourne and Stewart {£991)

DOVR SRLQW RXW WKDW pUHFHLYHG VXSSRUW LV FRQI
fact that a person does not receive support during a givempénoa does

not mean thatthe pfRQ LV XQVXSSRUWHG

Lack of conceptual clarity and consistency

There is a lack of consensus regarding terminology and definitions. For
example, emotional support has been conceptualised in a variety of ways. It
is instrucive to take three measures of social support that have been widely
used in recent stroke studies (see Chapier), and compare how they

define emotional support.

In the Social Support Questionnaire, developed by Sarason {4,388)
FRQFHSWXDO EDVLV IRU GHILQLQJ PHPRWLRQDO VXSSF

Specifically, it probes whier there are people who can be relied upon to
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care about, love and value the participant. By contrast, in the Medical

Outcomes Study Social Support Survey (MOS $88¢ emotional support

items probe whether there is someone to whwrperson can confide about

worries and problems, and who will listen and be understanding. This is a

narrower definition of emotional support that does not include the concept

of feeling valued or loved. Finally, in the Family Social Support Scale,

devebped by Tsoun#ladjiset al (2000)" specifically for their study,

HPRWLRQDO VXSSRUW LV GHILQHG DV PYLQYROYHPHQW

example, how many hours they spend with the stroke survivor.

These three diverse definitions of emotional support illustrate hgvieim

lacks consistency in the literature. A similar analysis could be undertaken
with any of the other support functions described above. A number of
writers have commented on the lack of conceptual clarity in studies of social
support, arguing that thgtuation makes it hard to compare and interpret
results, assess how social support links to other outcomes, or gain insight

into the social support procé3é® >,

For the present thesiginctional social support veameasured using the
MOS Social Support Surv& This measure categorises five functions of
support: emotional, informational, tangible, social companignahd

affectionate. These functions are defined fullCimapter Three
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1.2.3 Social networks

The development of social network theory

As identified earlier, one of the earliest writers to consider the relationship
between social structures and indivéd behaviour was Durkheim. In terms
of collecting fieldwork in order to investigate social networks, influential
early works were written by anthropologists, such as Bott (£9&f)

Barnes (1954). Subsequent developments in the study of social networks
have come from a variety of disciplines, including sociology, psychology,

mathematics, and health sciences.

Defining a social network

$ uWWRFLDO QHWZRUNY FDQ EH FRQFHSWXDOLVHG DV WI
considering interpersonal relationships. Bowling (18%d&fines a social

QHWZRUN DV pyWKH ZHE RI LGHQWLILHG VRFLDO UHODMW
LQGLYLGXDO DQG WKH FKDUDFWHULVWLFV RI WKRVH O
seen as a node in the network, with each exchange between network

members constituting a link. Aspects of social network structure identified

in the literature® 4° %8

include: size of network; geographic dispersion;

GHQVLW\ KRZ PXFK QHWZRUN PHPEHUYVY DUH LQ HDFK F
homogeneity (the extent to which network members are similar to one

another) and aaposition of members (for example, whether the members

are friends, neighbours, children, other relatives). Characteristics of

individual network ties may include: frequency of contact (face to face,

phone, mail, social media), reciprocity, and duratiendth of time people

have known each other). Many social network indices also include
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frequency of participation in community or religious organisations, or some

other indication of community integration.

Conceptual clarity

As with functional support, defitions and conceptions of social network

vary from author to author. Thus Pinquart and Sorensen FOBOY H pnVRFLDO
QHWZRUNY DV DQ XPEUHOOD WHUP WR FRYHU ERWK VW
support. Dueet al (1999 PDNH D GLVWLQFWLRQ EHWZHHQ pVRFL
(defined as linkages between individuals who feel affection and/or are close

family) aQG pIRUPDO UHODWLRQVY GHILQHG DV ubD GHQWL
DORQJ ZLWK DFTXDLQWDQFHY OLNH QHLJKERXUYV DQG
IULHQGY 7KH\ XVH pVWUXFWXUHY DV WKH XPEUHOOD
More commonly social network is defined asluding both close and

MZHDNY WLHY DOWKRXJK WKH H[DFW GLPHQVLRQV RI V
varies from scale to scale (see McDowell and Ne(@&96¥° or Bowling

(1997f9IRU DQ RYHUYLHZ 7KH WHUPV pVRFLDO LQWHJUD
MVRFLDO TXDQWLW\Y DQG PHPEHGGHGQHVVY DUH DOVR

LQWHUFKDQJHDEO\ ZLWK pVRFLDO QHWZRUNY

In thepresent study, the term social network was used to describe structural
aspects of social relationships, such as composition of network, frequency

of contact and proximity.

1.2.4 Structure and function: two different concepts?
Social networks can be seas the structure through which perceived social

support is provided (Liet al, 19815 +RZHYHU DV 2Y5HLOO\ VWD
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M>6RFLDO@ QHWZRUNY KDYH D YDULHW\ RI IXQFWLRQV
VRFLDO VXSS Eseenian ardBatkiRaD KHL98Z)onfirm that the

WZR FRQFHSWY DUH LQGHSHQGHQW ILQGLQJ WKDW Wt
network and social support are not so highly correlated as to make them

interchangeable. This is supported by a literature review by Cohen and

Wills (1985)° where they note that the correlation betweertite

concepts ranges from r = .20 to .30. They explain this finding by pointing

RXW WKDW puDGHTXDWH IXQFWLRQDO VXSSRUW PD\ EH
relationship, but may not be available to those with multiple superficial

UHODWLRQVKLSVY

1.3 Social support and health

1.3.1 Social support and physical health
Back in 1979, Berkman and Syme measured the social networké&/éf 4
adults in Alameda County, Califorfifa Their study was the first to measure
social networks using a complex measure (ie nat@esitem indicator
such as marital status). Their results were compelling: those with strong
social networks had a reduced mortality riskiofe years. Houset al
(1982f° conducted a similar study in Michigan (2754 adults), where they
also measured social network, but included a baseline medical examination
in order to control for various health factors, suchigh blood pressure.
They were able to replicate the Berkman and Syme results. These large

scale epidemiological studies paved the way for numerigs esearch
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which has consistently come to the same conclusion: social relationships

appear to be prot& LYH IRU D SHUVRQYTV KHDOWK

A number of recent reviews in this area have drawn together this evidence

6667.%8 |n particular, HolLunstad and Smith (201%)conducted a meta

analysis following a systematic search of all prospective studies that

measured both social relationships and illretsted mortality. They

included 148 studies, with 308,849 peigants, who were followed up on

average for 7.5 years. Participants with stronger social networks had a 50%

increased likelihood of survival compared with participants with weaker

social relationships. They suggest that since most of the studies tracked

initially healthy individuals, it is unlikely that these results can be explained

by reverse causality. They then transformed the data to make it comparable

ZLWK RWKHU ULVN IDFWRUV DQG IRXQG WKDW pWKH L
is equivalent or grear than that of most leading health indicators including

physical activity, overweight and obesity, tobacco use, alcohol abuse,
LPPXQL]DWLRQV IRU LQIOXHQ]D DQG DLU SROOXWLRQ

having few social ties was the equivalent of smokingifjarettes a day.

Holt-Lunstad and Smith (2012) also compared the comparative influence of
functional support versus structural support. Complex measures of social
integration were found to have the highest effect sizes (associated with 91%
increased swival rate, OR: 1.91). Binary measures, such as living alone,
had the lowest (OR: 1.19). Generally, structural aspects had stronger effect
sizes than functional aspects. In terms of functional support, perceived

support(OR: 1.35)had a larger effect sizbanreceivedsupport(OR: 1.22).
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There is also evidence that those with restricted social ties are more at risk
of developing an iliness, and less likely to survive or make a good recovery
following the onset of diseagés$® for example myocardial infarctidhor
cancef. To complete the circle, those who are disabled are likely to have
smaller social network$ "%, as are those who are olfeP. The

longitudinal work of Wengef1994)° suggests illness and the friak
associated with advancing age are causes for people to develop more

restricted social networks

1.3.2 Social support and mental health
Considerable evidence has accumulated to suggest that social support, and
to a lesser extent aspects of the social network are associated with mental
health in both the general populatiSi’® ®, and the chronically il

populatiorf” 8.

In terms of risk of developindepression, a recent study (Tetaal, 2013)°

followed up a cohort of 4,642 American adults ten years after baseline

social support data were collected. Their outcome variable wayqeast

depression dbllow up, and they controlled for a variety of baseline

covariates (including sex, age, physical and mental health, alcohol misuse).

They assessed social isolation (whether lived with partner, and frequency of

contact with family, friends and neighbours)ipportive quality of

UHODWLRQVKLSY EDVHG RQ TXHVWLRQV VXFK DV 3+R.
SDUWQHU UHDOO\ FDUH DERXW \RX"" ZKLFK ZRXOG VHE
of emotional support); and straining aspects of relationsfopgxample,

SKRZ RIWRHV \RXU SDUWQHU FULWLFLVH \RX"" 7KH\ D
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composite measure: overall quality of relationships, combining both
supportive and straining aspects of relationships. They found that the
strongest predictor of depression was baseline overdilordaip quality

(OR: 2.60); then social strain (OR 1.99); then lack of social support (OR
1.79). Those with the highest quality of social relationships (top decile) had
a 6.7% chance of developing depression, whereas those with the lowest
quality (bottomdecile) had a 14% chance. Of interest was that social

isolation did not predict future depression.

A review by Pinquart and Sorensen (209@xamined the link for older

people between social relationships and three aspects of subjective well

being (SWB): life satisfaction, Beesteem and happiness. They included

129 studies looking at aspects of social network (such as size of network or

IUHTXHQF\ RI FRQWDFW DQG VWXGLHYV H[DPLQLQJ p
GHILQHG DV pHPRWLRQDO VXSSRUWkdWo IHHOLQJ FORYV

be measures of functional support). Again, they found that quality of contact

explained more variance than quantity of contact in all three aspects of

SWB, patrticularly life satisfaction (3.4 times more variance explained).

1.4 Proposed mechanism s through which social

support effects health

Although it is widely accepted that social relationships are associated with
both mental and physical health, there is still considerable controversy about
the mechanisms through which this occ¢tif€, This section will firstly

outline the influential Cohen and Wills 1985 mddelt will go on to

32



explore possible behavioural, psychological and physiological pathways.
7KH GHEDWH RYHU ZKHWKHU WKH HIIHFW LV pGLUHFW

summarised.

1.4.1 Cohen and Wills (1985): a theore tical framework for analysing

social support
Cohen and Wills (198%)discuss the mechanism through which social
support associates with good mental and physical health. They put forward

two models:

1. Stress bufferingwhere social support reduces stress, which in turn has a
positive impact on healthnd well being
2. Direct effect where social support directly impacts on health and well

being.

,Q WKH pyGLUHFW HIIHFWY PRGHO WKH\ GHVFULEH D VF
experiencing acute stress. In this scenario, they hypothesise that the person
WillbHQHILW PRVW IURP pVRFLDO QHWZRUNVY 7KH\ VXJJ

networks promote a sense of social integration which leads tdoeiak.

,Q WKH-BEXMWHBNVYIY] VFHQDULR D SHUVRQ LV H[SHULHQ
stressful situation. Here they hypotheglsat the person will benefit most

from perceived social support, particularly the functions of emotional and
LQIRUPDWLRQDO VXSSRUW 7KH\ GHILQH VWUHVYV DV D
situation as threatening or otherwise demanding and does not have an
appURSULDWH FRSLQJ UHVSRQVHY 7KH\ WKHQ JR RQ WR
mechanisms by which perceived social support may alleviate this stressful

UHVSRQVH DQG UHGXFH WKH LPSDFW RQ KHDOWK )LU
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perception that others can and will providgessary resources may

UHGHILQH WKH SRWHQWLDO IRU KDUP SRVHG E\ D VLW
may prevent a stress response occurring in the first place. However, even if

stress is experienced, appropriate support may reduce the likelihood of

stress rsulting in poor health through reducing the perceived importance of

the poblem, by facilitating healthgehaviours, by providing a solution, or

by tranquillising the neurendocrine system. They term this type of social

VXS SRUWEXIMWWIHYM

Cohen and Wills, 28 years later
The Cohen and Wills model is still influential, described in recent

, 68, 76

theoretical overview: , and also forming the basis of hypothesis

testing in recently published studi®s

Many aspects ohie Cohen and Wills hypothesis have stood the test of time.
Functional support, particularly emotional support has been shown to be
beneficial in times of streds’® 8, Further, welldeveloped social networks
have been repeatedly found to be associated with reduced mortality and
morbidity and to a lesser extent psychological eiing (see 1.3 above).
Other parts of the hypothesis are now more controversial, howersdly Fi
there has been considerable evidence in the last 20 years that functional
supportdoesrelate to good mental health and to a lesser extent physical
health even for those not experiencing acute Sitt&8%&. There is also

doubt as to whether the association between functional support and health/

well-being is mediated solely througtetktress respor$e”.

Nonetheless, the main thrust of their hypothesis still stands: people may

need different things from their support networks in times of stress as
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RSSRVHG WR pRUG L e@pithdvednhplieation& ioMhé stroke N

population.

1.4.2 Behavioural and psychological pathways

Following from this early work of Cohen and Wills (1985) the mechanisms
through which social relationships influence health and-balhg has been
the subjecof study and also controversy. In a recent review Thoits (2911)
drew together evidence on this topitileSdentified seven possible

mechanisms:
1. Social influence/ social comparison

People have been found to modify their own behaviour in order to match the
norms of the group. Thus attitudes to risk behaviours versus health
behaviours (for example, alcoholrsumption, drug use, exercising) are

OLNHO\ WR EH LQIOXHQFHG E\¥*¥® SHUVRQYTV HMUHIHUHQF
2. Social control

Social control is where the influence of the social group is more explicit, ie
family or friends encourage, pressure or persuade an individual to adopt a

healthier lifestyl&*®,

3. Behavioural guidance, purpose and meaning (mattering)

Thoits (2011 GHILQHY UROHV DV USRVLWIRQV LQ WKH VRFL
examplehusbanewife, parentchild, doctorpatient, frienefriend) to which
aUH DWWDFKHG UHFLSURFDO VHWY RI QRUPDWLYH ULJE

their attendant responsibilities, are thought to be a constraining influence.
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7TKRLWY DUJXHV WKDW UROHV FRQIHU PEHKDYLRXUDO .
HISHFWHG EHK babohweiohdl rgleB QiSmeans conventional

(nonGHYLDQW EHKDYLRXUY S

There is also the argument that knowing one is important to others gives life
purpose and meaning, which in turn influences both psychological well

being and seltard® & 8,
4. Self-esteem

TKRLWYV FLWHV HYLGHQFH WKDW DQ LQGLYLGXDOY
performance in valued roles is reliably associated with globaeseem.

6LPLODUO\ IHHOLQJ WKDW RQH pPDWWHUVY DQG LV FF
supportive relationships is thought to influence-sstieent. Selfesteem is

in turn associated with increased {ifatisfactiofi’, and improved mental

health outcomé&& Thus selfesteem is considered to be one route

pMPPHGLDWLQJY WKH UHODWLRQVKLS EHWZHHQ VRFLDO \
health. There is some evidence of this both for the general elderly

populatiorf®, and for those with a chronic illne¥s
5. Sense of control or mastery

Thoits (2011) argues that successful role performance also links to concepts
of seltefficacy, and the belief that a person has control over theirTitiere

is some evidence in the literature of the mediating role thaeHaléacy

may play between social support and psychological health, including in

stressful situatior's.

6. Belonging and companionship

36



A sense of belonging, or feelimgcluded by a group, and the sense that

there are others with whom one can have enjoyable social experiences with,

have been shown to be associated with good mental and physical health.

JHHOLQJ DWWDFKHG WR RQHTV FRPPXQ?_Q’W\ LV DOVR FR
92 Cohen and Wills (198%)suggest that feeling integratecdeembedded

LQ RQHYV VRFLDO QHWZRUN pSURYLGH V SRVLWLYH H
VHQVH RI SUHGLFWDELOLW\ DQG VWDELOLW\ LQ RQHTV

ofselFZRUWK § ZKLFK WKH\ VXJJHVW LYYethglQHILFLDO IRU
7. Functionalsocial support

Thoits (2011) discusses the potential mechanism whereby functional social

support may influence health in nagute situations. She suggests that

HURXWLQH RU HYHU\GD\ HPRWLRQDO LQIRUPDWLRQDO
KHOSIXO LQ.VWhKsd ReYiptdoaf phiefns of giving and receiving are

what leads to the perception of feeling supported, feeling one matters and is

valued. This, she suggests, leads to improveeestédfem, seléfficacy and

psychological health, indirectly affecting y#ical health. She contrasts this

to functional support received in times of acute stress, where social support

EHFRPHV PRUH pYLVLEOHY DQG GHOLEHUDWH IRFXVHC

and expectations of reciprocity are temporarily suspended.

1.4.3 Physiological pathways
Ditzen and Heinrich (2013)review the physical mechanisms through
which social support has been found to influence health. Firstly, social

support has been found to affect the autonomic nervous system. This has
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often been meaured through indirect markers such as cardiovascular

reactivity. An early experiment was conducted by Kamatckl. (1990Y°.

Participants were exposed to a public speaking task. Half the participants

were told support was available if needed, although no support was in fact

provided. Nnetheless, those who perceived themselves to be supported had

lower blood pressure both before and during the public speaking event. In

similar tasks, this protective effect was more pronounced when the

participants knew the support person well (for exignapclose friendy.

Further, the more stressful the task became the more noticeable the effects

of social support. ThereiVv WKXV HYLGHQFH Rl VRFLDO VXSSRUW
physiological impact of a stressful event in laboratory situations. In

everyday life, too, ambulatory blood pressure has been found to be lower

ZKHQ ZLWK pVXSSRUWLYHY QHWZRUN PHPEHUV VXFK D

stranger¥.

There is also evidence linking social support to both the immune system and
the endocrine system. Lack of support is associated with elevated levels of
stress hormones (hgui@ephrine, epinephrine, and cortiSland

compromised immune systems (seeMbeset al, 2007, for an

overview).

Evidence also comes froamimal studies. Berkmagt al (2000)° cite

research suggesting that animals living in isolated circumstances experience
accelerated aging. Thus monkeys housed on their own have more extensive
atherosclerosis than less isolated animals; and rats wheemgaeated from

their mothers in early life had a number of markers of early aging, such as

hippocampal cell loss and cognitive impairment. This accumulated evidence
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led Berkman (19885 to put forward the proposition that being socially
L V R O D WhirbGically stud3sfll condition to which the organism

UHVSRQGHG E\ DJLQJ IDVWHUY

1.4.4 Social support: direct or indirect effect? Innate and universal?
The mechanisms outlined by Thoits (20E1) section 1.4.2 describe how
the effect of social support on health may be mediated through a variety of
pathways such as lifestyle, seteem, seléfficacy, and other
psychological mediators, which in turn are thought to work through the
physiological pathways described in section 1.4.3. However, there is
increasing evidence that social support may disectly impact on health
via the cardiovascular, neuro@udine or immune systems. This is
discussed in a recent review by Uchgtal (2012f%. They summarise the
results from laboratory stlies which have found that social support alters
physiological processes during stressful tasks, but not psychological
SURFHVVHV LH pVXSSRUWHGY SDUWLFLSDQWY PD\ KDY
compared to nosupported participants, but reported simituels of
distress, anger or stress). Similarly, there are studies which have found that
social support is associated with cardiovascular actiity" and immune
function'®® even after controlling for a range of psychological processes,
such as stress, life satisfaction and depression. While the failure to find
psychological mediators may be due tcasw@ement error or design issues,
an alternative explanation is that, at least in part, social suppordineajty

affect health.
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The argument that there is something intrinsically hegilting about social

relationships may tie in with those who saggthe need to form meaningful

attachments is a universal, innate characteristic. Baumeister and Leary

(1995Y° like Bowlby, argue that there is likely to be an evolutionary basis

for this basic human need: those able to form and maintain bonds would

have been more able to care for their children, hurfofud, and protect

themselves from adversity. Their literature reviewnd thathis need to

feel meaningfully connected to others appears to be universal across

cultures; that dissolution of bonds is generally avoided, and where it occurs

is a cause of eational distress; and that lack of belonging leads to

psychological and physical health problems, as documented above. From

WKLV WKH\ SXW IRUZDUG WKH IROORZLQJ K\SRWKHVL\
IXQGDPHQWDO KXPDQ PRWLYDWLRQxth& KH EHORQJLQJQ
human beings have a pervasive drive to form and maintain at least a

minimum quantity of lasting, positive, and significant interpersonal

UHODWLRQVKLSV 1

1.5 How do concepts of social support relate to the
stroke population?

In understanding howocial support may operate post stroke, it is perhaps
helpful to reexamine the proposed mechanisms whereby social support is
thought to influence mental and physical health in section 1.4.2 above. The
SV\FKRORJLFDO EM®& HHUW Q FRQuIPESBRoKe HisO

selfesteem may be negatively affected if a person compares themselves
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with their nondisabled peers. It may also be harder, both physically and

arguably psychologically, to take part in {gteoke social or community

activities. Furthge the purpose, meaning, sefteem and se#fficacy

associated with successful accomplishment of social roles is likely to be

challenged post stroke: the pain associated with lost roles is documented in

the stroke literatufe™®. Even the benefits of receiving functional support

PD\ EH FRPSURPLVHG )XQFWLRQDO VXSSRUW LV OLNH
and less recircal post stroke. Thoits (20F3kites evidence suggesting

WKDW PGHOLEHUDWH K Heb Sdosiopartied MyfinaSiByWo’ LFXODU O\ 2
reciprocate, can lead to feeling indebted, dependentcoverolled or

LQFRPSHWHQW 7KXV DUJXDEO\ PDQ\ RI WKHVH pEHQHI

compromised post stroke.

As a person struggles to continue in community roles kerpart in

community activities, it may be expected that there will be some shrinkage

of the social network. Further, the role shifts in the family unit, combined

ZLWK GLIILFXOW\ LQ DFFHSWLQJ KHOS DQG EHFRPLQJ |
expected to lead to familjisharmony. Thus a stroke may be anticipated to
FRQVWLWXWH D pWKUHDWYT WR VXFFHVVIXO VRFLDO UF
given the importance of feeling meaningfully connected to others described

above (see 1.3.1, 1.3.2 and 1.4.4).

So what sociasupport might help a person following a stroke? Turning first

to the Cohen and Wilfdmodel, it might be predicted that functional

VXSSRUW SDUWLFXODUO\ HPRWLRQDO VXSSRUW PD\ k
psychological and social consequences of th&atieor the chronically ill,

HPRWLRQDO VXSSRUW KDV EHHQ VKRZQ WR EROVWHU I
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worth®. Where functional support, particularhyntible support, must

EHFRPH pnGHOLEHUDWHY JuYLVLEOHYT DQG XQUHFLSURF!
concern that it may carry some negative psychological costs. However,

there is limited evidence that this need not be the case so long as it is

responsivédefined as support which made the recipient feel understood,

valued and cared fdf}. Further, it may be hypothesised that where a stroke

survivor succeeds in reciprocating support, or is able to resume former (or

new) social roles, @n if only partially, this may help them to feel more

satisfied with their social relationships.

So what is the role of the wider network post stroke? The Cohen and Wills
model suggests that the benefits of the wider network are most apparent
when an indridual is not facing an acutely stressful situation. The issue of
ZKHQ D SHUVRQ FHDVHV WR EH puVWUHVVHGY E\ KDYLQ.
recent systematic review, rates of depression were estimated at 33% in the
acute (within one month) and mediderm (between one and six months),
androseto 34% in the longerm (post six month%) A study looking at
generalised anxiety disorder post stroke found the prevalence rate to be 28%
in the acute stages, and this rate did not significantly decrease through the 3
years of follow up®. Nonethelesspitheory part of adjusting to post stroke

life in the longterm might be considered to be reintegration into the wider
community, or at least finding companionship and a sense of belonging,

with the social and psychological benefits this would confer.

Thaits (20117 suggests that an additional role of the extended social
network is to provide access to expatially similar others (for example,

network members may have gone through a similar event, or know someone
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who has). Alternatively, peer support groups may provide this function.

7TKRLWV VXJIJHVWYVY WKDW pH[SHULHQWLDOO\ VLPLODU I
position to understand and empathise and may be able to validate that what

D SHUVRQ LV H[SHULHQFLQJ LV pQRUPDOY 7KH\ PD\ DC
than other network members to provide valuable information, advice or

guidance, and potentially can actrake models, giving hope. Thoits

makes the persuasive case that they are less likely to be threatened or
GLVWUHVVHG E\ WKH SHUVRQYVY HPRWLRQV DQG ZRUUL
VLIQLILFDQW RWKHUV ZKR VKH VXJIJHVWYV pDUH LQYH
resovHG DV TXLFNO\ DV SRVVLEOH WR DOOHYLDWH WKHL
distress. Invested supporters therefore may minimise the threatening aspects

of the problem, insist on maintaining a positive outlook, or pressure the

person to recover or problem sodeHIRUH KH RU VKH LV UHDG\ T 6KH
argues that while significant others may be best placed to provide love,

FRQFHUQ DQG FRPSDQLRQDWH SUHVHQFH pPH[SHULHQV
have a valuable and distinct role in supporting an individuahMiaig a

stressful event.

1.6 Learning from models of loss

IDFNLQJ IURP WKH DERYH DQDO\VLV LV D IUDPHZRUN L
post stroke adjustment. In order to understand the role of social support

more fully, it may be helpful to consider whether ad®l exists which

PLIKW H[SODLQ WKH pMRXUQH\Y D SHUVRQ LV OLNHO\"
stressful life event. In the stroke literature, models of loss and grief have

been suggested as having explanatory power. This section firstly outlines
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two modelsofgJLHI FLWHG LQ WKH VWURNH OLWHUDWXUH 3
psychosocial transitidfi’, and the Dual Process Model of bereaveriént
then examines how social support may interact with these models. Finally, it

comments on how this knowledge may apply to the stroke population.

1.6.1 Stroke as a psycho-social transition
Glass and Maddox (1999 VXJJHVW LW LV KHOSIXO WR VHH DQ LC
response to stroke as a grief reaction, and therefore consider recovery from
VWURNH DWRRIDWABDQVLWLRQY 7KH\ DUJXH WKDW V
suddenly, and challenges existing assumptigmerson may hold about
their identity, seHconcept and role capability. The person who has had a
VWURNH WKHQ pPXVW DGMXVW WR QHZ GHILQLWLRQV
SK\VLFDO SV\FKRORJLFDO DQG VRFLDO FDSDFLW\Y DC

challenge of transition is in achieving acceptance.

The conceptual model cited for this paper is that proposed by C. Murray

Parkes (1971Y". Parkes explores a temporal dimension to such grief (the

Phase model of grief, see also Bowlby, 1880He suggests that a person

adapting to a major loss, such as bereavement or loss of a limb, may go

through various stages. Firstly, they may experience shaiteldif, and

numbness. This is often followed by a chaotic period of anger, distress, and
restlessness. They may then experience disorganisation and despair. Finally,

WKH\ PD\ UHDFK D VWDEOH SKDVH pPUHVWLWXWLRQY

reorganisation oraeptance.
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1.6.2 Dual Process Model of bereavement (DPM)
$Q DOWHUQDWLYH pJULHIT PRGHO WKDW KDV EHHQ IRX
the stroke population is the Dual Process Model of bereavement (DPM). In
D TXDOLWDW L ¥tHl 200X & éxp&r&dhow people come to
terms with loss following a stroke, and move towards acceptance and
VXFFHVVIXO uyDGMXVWPHQWY 7KH\ LGHQWLILHG WKDW

HISHULHQFHV RI SDUWLFLSDQWVY LQ WKHLU VWXG\

Stroebe and Schut (199%)developed the Dual Process Model (DPM) of

FRSLQJ ZLWK EHUHDYHPHQW DV WKH\ ZHUH FRQFHUQH
ZRUNT RI HLWKHU"W'K b TaskDWo @i HIRed S widely

adopted models at the time) did not adeelysexplain adaptive patterns of

coping with bereavement. In particular, they were concerned that they did

not take into account different cultural patterns of grief, did not

DFNQRZOHGJH WKH QHHG IRU pUHVSLWHY IURP JULHI R
on the loss of the loved one neglecting other potential sources of $tness (

examplebringing up children as a single parent), and did not acknowledge

that different subgroups appeared to be helped by different types of

S3ZRUNLQJ WKURXJK”

The DPM modelamHG WR pEHWWHU GHVFULEH FRSLQJ DQG SLU
SRRU DGDSWDWLRQ WR WKLV VWUHVVIXO OLIH HYHQW
influence of both Cognitive Stress TheBryand also the work of Parkes

and Bowlby. However, the DPM differs from previous models of grief in

conceptualising two categories of stressors. The first isdiosstation:

IRFXVLQJ RQ WKH ORVV H[SHULHQFH DQG WKXV LQFRLU

like earlier models, they suggest is important in coming to terms with the
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ORVV 7KH VHFRQRULHQWDWLRWODOWIKRGK IRFXVHV RQ W
VWUHYV VR g ¥ siriuygle @ rebrignt @neself in a changed world

ZLWKRXW WKH GHFHDVHG SHUVRQ 1 $ WKLUG FRPSRQH
MRVFLOODWLRQY D VHQVH WKDW WKLV LV D G\QDPLF S
fluctuate between confronting loss, while at other times avgid)

VLPLODUO\ WKH\ ZLOO RVFLOODWH EHWZHHQ UHVWRUL
The model proposes that adaptive coping is brought about by oscillating

between the two types of stressors (ie between loss and restoration).

The DPM moves away from theiiD Rl VHW pVWDJHVY DOWKRXJK Wi
SDWWHUQ RI PRYLQJ IURP JULHI ZRUN WR pUHVWLWXW
DFNQRZOHGJHG 7KXV WKH DXWKRUV QRWH pWKHUH ZL
be less attention to lossiented and more to restorationiented tavV N V «

Furthermore, as time goes on the total amount of time spent on coping with

loss and restoration tasks will diminigh

They suggest their model also provides a clear framework for understanding
MFRPSOLFDWHG JULHIY WKXV FKt@BQLF JULHYHUV KDYt
extensively on loss, and absent grievers on restoration, without oscillating

between the two.

1.6.3 Models of grief and the role of social support
As in other times of distress, measures of perceived social support have
been found to be assoctdtG ZLWK PUSRVLWLYHY RXWFRPHV IRU WK
bereaved. These include better adjustitérgnhanced senseaking and

benefitfinding*'”; and improved posttraumatic growtf
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In terms of what functions of support are most likely to help, Hogan and

Schmidt (#02)*°, in their model of grief to personal growth, hypothesise

that a bereaved person will benefit most from a supgoperson who will

listen to their thoughts and feelings in a podgmental manner. In this

ZD\ WKH\ PD\ EH VXSSRUWHG LQ puPDNLQJ VHQVHTYT RI W
(19962 suggests that different support functions may be beneficial

GHSHQGHQW RQ ZKDW pVWDJHY D SHUVRQ LV DW 7KXYV
when a person is nlsrand in shockiangiblesupport may be most useful,

for example, helping with practical matters. As the person begins to

experience distress, he suggestotionalVXSSRUW PD\ EH YDOXDEOH u6
communal expressions of sorrow make the bereaved persaméezktood

DQG UHGXFH WKH VHQVH RI LVRODWLRQ KH RU VKH LV
important thing is for feelings to be permitted to emerge into

F R QV F L RIXfgr@adidheistipport can be helpful in providing

reassurance that what they are experiending pQRUPDOY 3DUNHV VXJJHV!
in the later stages of grief, the grieving person should be helped to establish

WKHLU RZQ DXWRQRP\ DQG LW LV LPSRUWDQW IRU WK
ZLWKGUDZDO IURP OLIH DQG WR VWDUW WR EXLOG D (
SHUVRQDO DFFRXQWYV RI pWXUQLQJ SRLQWVY ZKLFK KL
evening class or going on holiday. This would seem to tally most closely

with the perceived social support functionsotial companionshipr

becoming integrated into a wider network.

A recent qualitative study explored how support from family and social
networks was perceived by 21 bereaved individuals following the death of a
family member from a road traffic accidéfft The support that was found

WR EH PRVW YDOXHG ZDV pZKHQ SHRSOH OLVWHQHG D
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RSHQO\ DERXW WKHLU IHHOLQJY DQG WKHLU GHFHDVH
WKHUH IRU WKHPYTY ORUH FR PmmrRE@DavoilaRcEHYHU WKH\ H
which was either implicit (others feeling uncomfortable talking about the

deceased, and changing the topic; or dismissing the feelings of the bereaved

by false cheerfulness); or explicib( examplepthers turning around and

walking avay when encountering them in public places). They also

GHVFULEHG WKHLU GLVWUHVYV ZKHQ RWKHUV IHOW WKl
WKDW JULHI ZzDV D OLQHDU SURFHVV WKDW QHHGHG W
their patterns of grief were reported to be nsnreilar to the DPM model of

oscillation described above. They also reported the deterioration of many

relationships, including both family and close friends.

1.6.4 How the bereavement literature may relate to social support
after a stroke
The purpose ofonsidering grief models was to examine whether they could
provide a useful framework for exploring the role of social supgftet a
stroke 7KH pWDVNVY GHVFULEHG E\ WKH '30 PRGHO ZRXO

promising starting point. Thus the role of supportlddae to facilitate the

following:

1. pfORMVWWMHQWHG WDVNVY VXFK DV pSDLQIXO GZHOOL
H[S H U . HeHufiction of emotional support may be most
likely to be helpful.

2. NHUHVWRUDWQWERG WDVNVY VXFK DRQHHWKLQNLQJ
OLIHY LQFOXGLQJ GHYHORSAgahHZ UROHYV DQG LG

emotional support is likely to play a role. Further, the wider network
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may start to become increasingly beneficial as a person adjusts to a
new post stroke life.

3. UPWLPH RXWYT WRH X WPRWY D SHUVRQ PD\ QHHG plL
IURP JULHI UHVWRUDWLRQ 7KLV PD\ VXJJHVW D UF
FRPSDQLRQVKLSY KDYLQJ RQHYV PLQG WDNHQ RII

distracted, sharing enjoyable times with family and friends.

While the DPM model suggedtsat in the early stages the focus will likely
be on loss rather than restoration, the concept of oscillation is perhaps
helpful: that it may be considered natural and adaptive to oscillate between

processes if successful adjustment is to take place.

Theconclusions drawn from the social support literature and the

bereavement literature in terms of the stroke population have much in

common. In particular, both suggest that emotional support, for example,
OLVWHQLQJ WR D SHU YV Ruddeweith] #ayUniHh® FHY LQ D QRQ
EHQHILFLDO KLOH WKLV PD\ VRXQG pHDV\Y LQGHHG
literature suggests that in fact it may be more natural for others to want to

avoid becoming involved in such raw and distressing emotions. This links to

Thoits (2A1)® observation that significant others may find it threatening or

too upsetting to tolerate expressiaigxtreme distress.

In considering the relevance of the bereavement literature, a couple of
observations should be made. Firstly, the bereaved person has by definition
lost a member of their social network. Indeed, much of the literature focuses
on theexperiences of those who have lost a spouse. The stroke survivor,
however, is likely to still have their close family to support them. In

particular, the role of the spouse or partner in facilitating recovery and
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adjustment may be more important for thelse survivor than is reflected

in the bereavement literature. A second difference lies in the expectation of

recovery: a stroke survivor may spend much of their first few months

seeking to improve their physical functioning, with the continuing hope of

MHWWLQJ EHWWHUYT RU hEDFN WR QRUPDOY $FFHSWLQ
likely to take place months post onset, and is often a painful pfétess

7KXV LW PD\ EH H[SHFWHG WKDW VRPHithis WKH pJULHI .
later stage. Finally, having aphasia may complicate some of the support

processes described.

1.7 Relationship between theoretical models and

current thesis

A distinction discussed in the social research literature is between

theoretical research@ pyDSSOLHG UHVHDUFKY 5DWKHU WKDQ V)
theory, research questions in applied research tend to be informed by the

need to understand or explain contemporary issues, often in the context of

policy development or evaluatitii However, Ritchie (20033° argues that

it is unhelpful to consider applied research as necessdtigaaetical.

Firstly, all social research can potelly contribute to theory, through

providing new insights and understanding. Further, good quality applied

UHVHDUFK pUHTXLUHY DQ XQGHUVWDQGLQJ RI VRFLDO

DQG PRUH IXOO\ LQWHUSUHW WKH HYLGHQFH JHQHUD

In the currenthesis, the research questions were derived primarily through

gaps identified in the literature, as explored in Chapter Two. Thus the
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research questions have not been explicitly derived from hypotheses aimed

at testing specific theories, and as suchWi& HVLYVY LV QRW pGHGXFWLYHY
the aim at the outset necessarily to build theory (inductive). Rather, it was

felt that through addressing uneltplored areas in an exploratory manner,

the thesis was likely to generate results potentially useful ¢arelsers,

clinicians and service providers.

So how has theory informed this thesis? Firstly, the theoretical definitions of

functional social support and social network guided the literature review, the

research questions, the choice of measures, andgiteguide. Further,

both theories of social support and of bereavement suggest that a person

may benefit from different support functions dependent on the stage of

MHUHFRYHU\Y WKH\ KDYH UHDFKHG 7KLV LQIRUPHG WKH
longitudinal studyhatrecruted in the acute stage and followed people over

the first yearFurther, he theoretical constructs described in this chapter

will provide the framework in which to interpret the results. Finally, the

findings will be used to assess the usefidrifthe described theories in

explaining the experiences of the participants in this project.

1.8 Summary

This chapter has described how social support can be viewed in terms of its
function and structure. The link between social support and both mental and
physical health is well described: those with widlveloped social ties can
expect to live longer, and are more likely to feel satisfied with their lives. It

is likely that in times of acute stress functional support, particularly
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emotional support, wilbe most useful; while a wetleveloped social

network confers most benefits to those who are not acutely stressed. The
bereavement literature, in particular the Dual Process Model of
bereavement, may be a useful framework in which to consider the role of

support in facilitating a person in adjusting to their post stroke life.

Having examined theoretical models of social support in Chapter One, the
next chapter will explore the literature on social support after a stroke,
ending with the research questiamsich form the basis of the current

thesis.
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Chapter Two . Social support after a stroke: a

systematic review

2.1 Rationale for conducting a systematic review

Health care professionals and those that design services should be guided by

the best availablevidencé®. However, it can be difficult for an individual

practitioner to filter the most relevant information, given the large number

of studies published. Further, studies may be biased or flawed,

misrepresented, or give conflicting restifsAs such, it may not always be

clear which results are most reliable, and should form the basis for

healthcare service provision. It has therefore been argued that systematic

reviews are essential tools in oraet only to summarise evidence from

relevant studies, but also to evaluate resédtchW KXV pPDNLQJ WKH DYDLOI

evidence more accessible to decisBDNHUVY SPYHIDFH Y

In conducting this systematic review, the aim waillow best practice
guidelined®, making tle design and decisiemaking processes of the

review as transparent, specific and reproducible as possible. Not only was
the aim to identify, evaluate and summarise the study findings, but also to
reveal areas where there is as yet little or contradietdidence, thus

paving the way for the research questions which will form the basis of this

thesis.

To date there is no systematic review of what happens to social support and
social networks after a stroke; nor what factors are associated with social

suppat. This systematic review aimed to: (1) describe what happens to
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functional social support following a stroke; (2) describe what happens to a
SHUVRQYVY VRFLDO QHWZRUN LQFOXGLQJ UHODWLRQVI
wider network ; (3) identify whatkctors are associated with or predictive of

functional social support and social network post stroke; (4) review the

quality of the relevant studies.

2.2 Rationale for including qualitative and quantitative

studies

Dixon-Woodset al.(2001}** REVHUYH WKDW TXDOLWDWLYH UHVHD
WR EH HI[FOXGHG RU PDUJLQDOLVHG LQ V\VWHPDWLF U
which they argue stems in part from unease about whether it counts as

rMgorous yHYLGHQFHY RQ WKH SDUW RI TXDQWLWDWLYH UH
reflect the orgoing debate in the qualitative research community about the

appropriacy of conducting reviews at'al*?”. There § concern that

qualitative studies may be specific to the particular context and study

participants involved, and that in synthesising or combining research, the

original findings will be wrongly de&ontextualised and inappropriately

considered commensutalf®. Further, in comparison to well set out

procedures foconducting systematic reviews of quantitative studies,

methods for reviewing qualitative studies are considered to be still emerging

and contestéd” *?°,

However, a number of authors have made the case that qualitative research
can and should inform policy and practit%e®, and in this context Thomas

and Harden (2008’ argue that the research community needs to
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MUHFRJQLVH WKDW PHWKRGY DUH UHTXLUHG WR EULQ.
DXGLHQFHY S 7KH DXWKRUV JR RQ WRePDNH WKH FD
VIQWKHVHV RI UHVXOWY WKDW SUHVHUYH DQG UHVSHF

FRPSOH[LW\Y RI WKH RULJLQDO VWXGLHV

There is the further argument that qualitative evidence should be considered

alongside quantitative evidence in order to inform health caeesidn

making. DixorWoodset al.(2001)}?® give a variety of examples where

qualitative research has helped to explain, augment or highlight the

inadequacies of quantitative findings. Fat, qualitative research is able to

answer guestions which are difficult to address through quantitative
PHWKRGRORJ\ DORQH VXFK DV WKH SDWLHQWVY SHUF
HOLYEB® H[SHULHQFH RI D KHDOWK FRQWBLWLRQ VXFK D
Dixon-Woodset al.(2001)%° argue that the influence of qualitative research

ZLOO KDYH WKH JUHDWHVW LPSDFW ZKHQ pbDOO DYDLO
relevant studies is brought more directly into conjunction tighsynthesis

RI RWKHU HYLGHQFH LQ V\VWHPDWLF UHYLHZV § S

The focus of the current review is social support from the perspective of the
stroke survivor. This would seem to be a review question which lends itself
to inclusion of both qualitative argliantitative evidence. Thus qualitative
evidence might be expected to explain trends found in the quantitative
evidence (for example, reduced contact with friends), and interpret

significant associations (for example, between social support and recovery).
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2.3 Methods

The PRISMA guidelines formed the basis of the conduct and reporting of

this systematic review of the literatuté>*** Where there is debate in the

literature abouthte degree to which aspects of accepted systematic review
PHWKRGRORJ\ FDQ EH ptWUDQVODWHGY WR TXDOLWDWL

discussed.

2.3.1 Eligibility criteria
Studies were considered eligible for this review if they explored the

following aspect®f social support:

Functional social support:
x adequacy or availability of functional social support (perceived or
received)
x analysis of the different functions of support, suckrastional or
tangible
x satisfaction with functional social support;

x the réated concept of loneliness was also considered

Social network:
X size, composition, frequency of contact, and the related concept of
social isolation
x functioning of different elements of the network post stroke (for
example, family, friends)

X group membetsp/ social activities
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X satisfaction with social network

Social factors not included in review

There are a number of terms and concepts closely related to social support
which were not the focus of this review. Thus studies that examined the
following conepts were not included: social dysfunction (which typically
also measures ability to wdrR); participation (which is generally
conceptualised as including daily activities as well as social t3teahd

social exclusion (which encompasses concepts of poverty, poor skills, high
crime as well as social factors such as family breakdown and reduced social
captal)*®>. Further, the review did not consider support received from
professionals as the focus betcurrent thesis is informal social networks.
Finally, the review did not include studies where the only social indicator
was either marital status or living arrangements: single indicators such as
these have been found to be less predictive of outcaanentiore complex

measure¥,

Participant characteristics

SDUWLFLSDQWYV KIB Baw 8ldEnHo had Kad A/ stroke. Studies
reporting exclusively on peopleith aphasia were included, as were studies
who excluded those with aphasia. Studies reporting on the perspective of the
caregiver or other family members were excluded unless they also reported
on the perspective of the stroke survivor. Additionally, ssidvere

excluded if they reported on mixed populations, for example stroke and
spinal cord injury populationsinless stroke results were reported

separately. Finally, those studies reporting exclusively on right hemisphere

stroke or subarachnoid haemomgbkastroke were excluded.
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Study design and characteristics
There was no restriction on sample size or duration of follow up. The focus
of the review was observational studies (as defined by STR®BEoth

crosssectional and longitudinal designs were considered.

Reports based on cohort of participants used in current thesis
Three reports were excluded as theyrsned from the cohort of

participants who are reported on in this the&i§'®

Additional criteria
Only studies that reported in the English language were included. Further,
only studies that had been peeviewed were included. However, there

was no restriction inetrms of geographical location or date.

2.3.2 Additional considerations in selecting qualitative studies
There is debate about whether qualitative reviews should select papers
purposively rather than exhaustively. A proponent of this view is Doyle
(2003)*°who suggests that the purpose of a qualitative synthesis is
interpretive explanation rather than prediction, thus the reviewer should aim
WR LQFOXGH SDSHUV WKDW DFKLHYH pFRQFHSWXDO VI
adoSWHG LQ D UHYLHZ RI SDWLH®A\aNerBaiveVSHFWLYHV R
way of limiting the number of papers is to include only those considered to
SURYLGH pMULFK GHVFULSWLRQY RUOMELFK KDYH pFRQF
authors have argued that this form of sampling may lead to the inadvertent
exclusion of relevant data, and recommend inclgdill papers that meet set

criteria*©2°,
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For this project, the decision whether or not to include a paper was made on
pre-determined and clearly specified criteria as set out above. An additional
criterion which only apieed to qualitative studies was that the data should

be analysed using an established method (a criterion also used byHilari

al., 2012,

Determining whether a quantitative paper had analysed social support was

relatively staightforward for example scanning through measures carried

out in a study). The process was less obvious with qualitative papers.

)LUVWO\ WKH WHUPV pVRFLDO VXSSRUWY RU pVRFLDO
used. Qualitative findings are often reportedchggiarticipant language

which may differ from academic terminology, as discussed by Daleetans

al. (2010§. Examples of reported main themes relating to social support

ZHUH pSHRS QRPNLQJI B*ISeEdmlyVAn Répéct of social

network could appear as a minor subcategory of a theme, making the paper

less useful to the review. Tls&rategy decided upon was that papers would

only be included if an aspect of social support/network was included in the

title, research question, key words, or was reported as a main finding. It was
GHFLGHG WKDW WR EH FRQVL QpbddMHeBvadk uPDLQ ILQGLQJT
needed to appear in the abstract and in at least two paragraphs in the results
VHFWLRQ RI WKH SDSHU LH pULFK GHVFULSWLRQT , W
criterion was somewhat arbitrary. To counter this, the concept of

HV D W X U Dused . RTu$ papeks that met all the inclusion criteria, but

where social support was reported on only briefly, were put to one side and

not included in the initial analysis. Once an initial thematic framework had

been completed (described below), theseepawere then reread to see if
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they added any new themes or concepts. None of them did, which would

seem to justify the decision not to include them.

2.3.3 Additional considerations in selecting quantitative studies
When assessing subjective feelingsréhe a strong case to be made that
well-constructed validated scales with sound psychometric properties will
give more reliable resuft¥. Thus initially, it was decided that since
functionalsocial support is a subjective and potentiallyiclilt construct to
measure, only studies using validated scales would be included. It was
considered that aspects of social network could more reliably be assessed
ZLWKRXW XVLQJ D YDOLGDWHG VFDOH DV WKH\ DUH S|
Further, many ke studies (Astronet al®, Codeet al***, Cruiceet al?)
made use of nemalidated social network scales or items, and excluding
them could weaken the review. In the event, the concepts of social network
andfunctionalsocial support were so intertwined in many stgdihat in
practice it was difficult to justify excluding neralidated measures of
functionalsocial support while including nevalidated measures of social
network. Thus, reflecting the heterogeneous way in which social support is
conceptualised and sessed in the stroke literature, studies were included
that used noivalidated scales. However, a distinction was made when

reporting and interpreting the results.
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2.3.4 Information sources and search strategy: qualitative and

guantitative
In order to fnd relevant studies, the following search strategy was
undertaken. Firstly, the following electronic databases were searched:
Academic Search Complete; CINAHL Plusjdurnals; Health Policy
Reference Centre; MEDLINE; PsycARTICLES; Psychology and
Behaviord Science Collection; PsycINFO; and SocINDEX. These
databases were searched for pesrewed journal articles. Articles were

found from the following search strategy:

X )LHOG 7LWOH 6HDUFK WHUPV pVWURNHY 25 puDSK
X J)LHOG $EVWUDFW BHUXNBERRUNMUPY5 pVRFLDO QHWZ
25 hWWRFLDO DFWLYLW\Y 25 pyVRFLDO VDWLVIDFWLR(

HORQHO Y 25 pVRFLDO SDUWLFLSDWLRQT

Search results were stored on EBSCOhost. Further studies were considered
from following up references, or through recommendatakbip expert

advisors. Where a peeseviewed article was subsequently turned into a

book, this was also considered for review. Finally, relevant recent

systematic reviews were consulted for additional references.

2.3.4 Screening and data collection: qualit ative and quantitative
The abstracts of all journal articles that came out of the above search

strategy were screened against the eligibility criteria. Reasons for excluding
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or including studies were recorded. Where it was not possible to assess the

eligibility based on the abstract alone, the full text was reviewed.

For those studies which were considered eligible, a data extraction process
was undertaken. For each eligible study the following information was

recorded:

x Publication details, includingtle, authors, journal, date

X Study design

X Study aims

x Country/ setting

x Timing of assessment(s)

X Study population (sample size, sex, age, ethnic background,
presence/ severity of aphasia, severity of stroke. In addition major
exclusion criteria were recordedid in the case of longitudinal
studies, rate of follow up)

X Measures used (both social support and other measures)

X Main results

2.3.5 Critical appraisal: qualitative studies
The assessment of qualitative research is another contest&d rea
Researchers from different theoretical backgrounds may have different
perspectives on what makes research of high qifdlignd thus attempting
to codify, or prescribe a set formula for assessing validity and reliability of
qualitative research is argued tofteught with difficulty. Indeed, many

reviews of qualitative papers do not include any critical appraisal. A recent
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review of papers synthesising qualitative studies relating to health care
found that 60% of the 42 reviews included did not report on ppsagsal of

studied®®.

Despite the inherent difficulties, there are sound arguments for including a

critical appraisal of included papers. Thomas and Hardeg8fZ0argue

WKDW WKH pTXDOLW\ RI TXDOLWDWLYH UHVHDUFK VKR
XQUHOLDEOH FRQFOXVLRQVY DQG WR pbVVHVV WKH SR

RQ WKH UHYLHZYV ILQGLQJVTYT S

For this study, the critical appraisal process wasiset to exclude papers
(although the decision only to include studies which analysed data using an
established methodology excluded some poor quality research). Instead, at
the end of the synthesis, an analysis was undertaken to see whether anything
subsantially different was found in the weaker studies, as done by Noyes

and Popay (200%in their synthesis of tuberculosis treatment.

The tool chosen to appraise quality was@hnigical Appraisal Skills
ProgrammeCASBP) tool for qualitative resear¢i. This tool was developed

by the Public Health Resource Unit in order to assist readeesednch to

judge whether it is reliable, trustworthy and relevant. It has been widely
used in health care reviel$'*® ***. No major adaptations were made to

the CASP tool. There are ten sections in this tool which address the
appropriacy of the research design, recruitment strategy, validity and rigour
of data collection and analysis, ethical issues, role of the researcher, and the

value of the research
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A copy of the CASP tool for appraising qualitative research is provided in

AppendixOne.

2.3.6 Critical appraisal: quantitative studies
All included quantitative studies were critically appraised using the Critical
Appraisal Skills Programme (CASP) tool for cohort stutffed\s with the
qualitative CASP, the purpose of the cohort study CASP is to appraise the

rigour, validity and value of research.

One potential pblem of using the CASP for cohort studies is that the

review also included crossectional studies (for which there is no CASP

tool). This meant that not all the sections were applicable to studies of cross
sectional design, specifically Section 7 (folloyw of subjects). Further, the
CASP is a generic tool, rather than stroke specific. It was therefore modified
to make it more sensitive to the stroke population. In particular, items from
the critical appraisal tool developed by Counsell and Dennis (Y80dre

incorporated into it.

The Counsell and Dennis tool was developedWKH DXWKRUVY RZQ
systematic review of prognostic models in stf8kand hasubsequently

been used by other authors conducting systematic reviews of the stroke
literature (health related quality of life in aphastapredictors of

depression after strokd). It was not an appropriate tool to use for the

present review, however, as it is designed to evaluate prognostic models:

there was only one study included which looked at predictors of social
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network (Codeet al'*) and none that examined predictorsusfctional

social support.

The ways in which the Counsell and Dennis tool was incorporated into the
CASP is outlined below. The relevant sections from the Counsell and

Dennis tool are indicated (for example, Al).

CASP Section 3: Was the cohort recruited in an acceptable way?

Three quality markers were taken from Counsell and Dennis.

x Ai) Populationbasedstudies are considered the least biased studies,
as they include stroke patients not admitted to hospital at the acute
stage. Those recruited from hospitals, and particularly those
recruited from rehabilitation units, could be considered to be less
represatative of the stroke population as a whdle

X Alii) Major exclusion criteria could limit generalizability of the
findings. In practice, almost all studies excluded those with poor
cognition, who lived in a residential care home prior to the stroke,
and whohad severe or terminal -goorbidity. Further, most studies
excluded those who had had a previous stroke. These exclusion
criteria were not noted on Table 2. Counsell and Déftriaggest
that generalizability will be limited if a study excludes on the basis
of age, sex or type of stroke. Other major exclusion criteria noted
included: aphasia, stroke severity and mobility.

x Bi) Time post onset stated. Part of the purpose of the review was to
examine whetheunctionalsocial support and network change over

time following a stroke, thus it was important to know at what stage
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post stoke the study took place. Where this information was not

provided, it was hard to interpret and generalise findings.

CASP Section 6A: Have the authors identified all important confounding

factors?

x Buvi) Counsell and Denrli& argued that a model is likely to be more
reliable if stroke severity is iheded as a potential predictor/

confounder.

CASP Section 7B: Was the follap of subjects long enough?

x Bv) Follow up of over 30 days is considered more meaningful
following a stroke.

X BvV) Fixed points used. In order to study how social support changes
over time, it is necessary to know at what stage assessments have
been carried out. In order to compare participants, assessments
should be made at similar time post onset (or post discharge home if

the focus is on adapting to living at home).
CASP SectiotO (Do you believe the results?)

In order to address the believability of results, six markers of quality and
reliability were used. Since the Counsell and Dennis framework was

designed for predictive models, it does not apply to markers B and E.

A. Pqoulation may be biased:

X Bii) where inadequate numbers are followed up. Where over 40%
were lost to follow up, it was considered the results may be biased.
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x Postal: where under 50% agreed to participate in study if postal, it
was considered problematic. Bamg (2004§°* argues that 75%
should be considered a minimum acceptable level to avoid bias in
postal surveys. However, a recent review found thegmresponse
rate to postal surveys in the related area of health services research
was 56%, with only 16% of studies achieving 75% or far&or
the purposes of thigview, a study based on postal surveys with a
response rate of over 50% was adased acceptable.

x Face to face: Singleton and Straits (199%uggest that a 70%

response rate is a minimum acceptable level.

B. Study did not take into account confounding facttos€xample,

presents only univariate associations)

C. (Biv and Bvii) Reliance on newalidated scale for peetved social

support

D. (Ci) Where multiple regression techniques used, results considered
unreliable if events per variable ratio insufficient (>10 considered

acceptable for multivariate analysis)

E. Effect size/ power not reported where ANOVA or similar study design

used. Tabachnick and Fidell (2087 argue that it is important to report on

the degree of assmtion between variables (effect size), over and above a
VWDWLVWLFDOO\ VLIJQLILFDQW UHVXOW upWR DYRLG S.

WKH\ KDG SUDFWLFDO XWLOLW\Y S
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F. Study design, methods or analysis flawed in other specified manner

which couldpotentially lead to unreliable results
CASP Section 11: Can the results be applied to the local population?

X Aiv) where a description of the cohort is provided, it is possible for
the reader to assess how similar it is to their local population. As a
minimum, Counsell and Dennis suggest that age and sex details

should be provided.

Finally, CASP Section 12 (do the results fit with other available evidence?)

was addressed in the results tables and narrative account.

A copy of the CASP tool and the CounseltiDennis tool are provided in

AppendixOne

2.3.7 Data Analysis: qualitative
Metaethnography was chosen as the method for synthesising findings. This
involves the interpretive integration of findings from qualitative stdéfles
7TKURXJK ptWUDQVODWLQJY FRQFHSWV IURP RQH VWXG\
beyondindividual accounts to produce new interpretations. This method
was developed by Noblit and Hare in 1888and, as suggested by the
name was devised initially to synthesise ethnographic studies. However, as
discussed by Aveyar@010)*°, it is now widely used with many qualitative
methods, and as sc u P-ettwdyraphy can be applied to all qualitative

VWXGLHV § S
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7KH LQLWLDO VWDJH LQYROYHG GHFLGLQJ ZKDW FRQV'
analysed. In a metathnographic synthesis, the data is the findings of the

research papers. Thus a decision sgede made about what constitutes

11 L Q GY.@and&lowski (20073 suggest that findings are distinct from

WKH GDWD IURP ZKLFK WKH\ DUH EDVHG )XUWKHU WK
HIWHUQDOO\ VRXUFHG GDWD DQG PHWKRGV GR QRW F
present study, this meant the data was any findimgselated to social

support/network including interpersonal relationships with family, friends

and the wider network.

+DYLQJ FRQFHSWXDOLVHG ZKDW FRQVWLWXWHG WKH
and reread the reports, in order to become familiar théHindings. The

subsequent analytic steps were similar to those described in Caetpdell

(2003)*°. Findings that related to social support warenmarised, using the

terms and concepts found in the studies. Key concepts were then identified.

7KH SURFHVV Rl pWUDQVODWLQJYT FRQFHSWYV IURP RQH
iterative process, involving mind maps, continual review and refinement of

concepts, ad returning to both the summarised and the original data.

&RQFHSWYVY ZHUH pJURXSHGY W R R thamatit X F W HGHVFUL:¢
framework evolving through this process. At this stage, a systematic search

was conducted of the data, to ensure thaedlvant material had been

included in the framework, and that the integrity of original findings had

been maintained, a process also described by Bevah(2012)>". As

discussed by Noyes and Popay (2087)this iterative process has much in

common with angfsing primary research in qualitative studies. Finally, a

narrative synthesis was written.
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2.3.8 Data Analysis: quantitative
The quantitative studies included in this review were not homogenous in
study design, measures used, study aims, or partiapardacteristics. This
made it inappropriate to conduct statistical retalysis®® Instead, a

narrative synthesis of the evidence is presented.

2.3.9 Reporting results: combining qualitative and quantitative
When reporting the resules a review that includes both qualitative and
quantitative research, there are concerns about how to combine the findings,
JLYHQ WKH GLIIHUH Q W?°OHa/odtDr) EHésenDPThons JP V |
et al.(2004)°° and recommended by Mags al. (2005)°%is to present the
syntheses separately, and then seek to combine and interpret the results.
Mayset al. VXJIJHVW WKLV ZLOO pSUHVHUYH WKH XQLT.
qualitative and quantitative evidence while also ptog a way for each
type of evidence to help interpret the other, in order to form a more

FRPSUHKHQVLYH DQG XVHIXO DQvzZisy WR WKH UHYLHZ

2.4 Results

2.4.1 Study selection
Electronic database searches were conducted in Februaryrifigsalted
in 383 references. An additional 36 references were identified through other
sources, such as reference lists. A flow diagram (Figure 2.4.1) shows the
reasons for exclusion at each stage. Only one reason is given for why a

study was excluded ithe flow diagram, although in some cases there were
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several reasons for exclusion. After deduplication, 377 studies remained. A

further 279 studies were excluded after screening abstracts, leaving 98

reports, of which 73 were quantitative studies, an@@& qualitative. The

full text of all 98 reports were read, and a further 19 quantitative reports and

11 qualitative reports were excluded (reasons again provided in the

diagram). The most common reason for exclusion at this stage was: study

not assessingocial support (n=9) (quantitative studies); study not reporting

RQ VRFLDO VXSSRUW DV D pPDLQY ILQGLQJ Q TXD
review therefore includes 68 reports: 14 qualitative reports and 54

quantitative reports.
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Figure 2.1 Flow diagram illustrating the review process

Records identified
through database
searching (n = 383)

Additional records identified
through other sources (n = 3¢

Duplicates identified
n=42

Records after duplicates
removed
(n=377)

|

Abstracts screened
(n=377)

Records excluded (n = 279)
Social support not assessed (n = 71)
Caregiver study (n = 63)
Intervention study (n = 53)
Wrong publication type (eg discussiot
piece, review) (n = 54)

Not in English (n = 18)
Instrument development (n = 13)
Study used current thesis cohort (n =
Stroke not analysed separately (n = 3

Animal study (n = 1)

Full-text articles assessed
for eligibility, n = 98
(Quantitative: n =73
Qualitative: n = 25)

Qualitative fulttext articles
excluded (n = 11)

Social support minor finding (n = 5)
No established methodology (n = 2)
Subgroup of stroke population (n = 2
Not about social support (n = 1)
Stroke not analysed separately (n = !

Quantitative fulltext articles

excluded (n = 19)
Not assessing social support (n = 9)
Assessing social dysfunction (n = 4)
Assessing living arrangements (n = 2
Stroke not analysed separately (n = 2
&DUHJLYHUVY SHUVS

Studies ircluded in the review
Quantitative: n =54
Qualitative: n = 14
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2.4.2 Study characteristics

Qualitative studies

The 14 qualitative reports are based on 13 studies (participants were the
same in both reports by Brovet al}****%). Brief study details are provided

in Table2.1. The method of data collection most frequently used was semi
structured interviews (10/13), although this was supplemented by additional
methods in three cases (dial? participant photograph& *°*

observatioh®* stimulated recall of a vidé®). One study used focus
groups™, one study ethnograpty, and one study used an ethnographic
account of published ddf4 Particimants for eight studies were drawn
exclusively from people who had aphasia. The remaining five studies
recruited from the general stroke population, and either do not make clear
whether people with aphasia were incl/ti&, or give no indication as to

how they were facilitated™ 1% **". The studies took place in the UK (5),
Australia (4), USA (1), Canada (1), and the Netherlands (1). Three studies
additionally interviewed cargivers or close relativé$ *°® and one study

observed controls as well as people with apti¥sia

Sample size in the qualitative studies ranged fnamato 77. In total, 165
participants were recruited for aphasia studies; and 208 participants were
recruited into the stroke studies. Additionally, 38 care givers or close
relatives were interviewed (although their data is not analysed in this

review); and b controls were recruited.

165
1>

All studies were crossectional in design apart from Haeha which

interviewed participants on three occasions tkerfirst 12 months. Only

73



two studies interviewed participants in the acute stage post stroke: &rohn
al.'®at three months, when many participants were still in active
rehabilitation; and Hauat al®* (initial interview took place one month

post stroke). The remainder of the studies collected data at least six months
post onset, and in some cases many years post onset (for exampgé, Parr

al.’® sought to recruit participants five years or more post stroke).

Quantitative stu dies
The 54 reports are based on 48 studies. Participants were the same in four

|2, 106,170,171

reports by Astronet a . two reports by Cruicet al2, two reports

1172173 and two reports by Glass al'®'%°. Brief details

by Hilari et a
about the studies are provided in Tabl where they @ grouped into

three categories: those including only people with aphasia (n = 5); stroke
studies that included people with aphasia (n =18), although in many cases,
only those with mild aphasia; and stroke studies that either do not mention

aphasia at angoint in the article (n = 5), or that specifically exclude people

with aphasia (n = 20).

Of the 48 studies, 29 were croSsHFWLR QDO GHILQHG DV VWXGLHYV Z
DOO LQGLYLGXDOV LQ D VDPSOH PRiVe #udiss VDPH SRLQW
of these studies also reported on controf§**’® The majority of cross

sectional studies interviewed people at least six months post stroke (n = 16),

and four studies interviewed people in the aclidgestThe remaining nine

studies were either unclear about the timing (for example, Adengji-’’,

who gives no information aboutie post onset), or recruited both those in

the acute and chronic, often including a wide range of time post onset (for

example, Friedland and McCHf, where participants were between two
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and twentyfour months post discharge, yet are treated as one group for

analysis).

There were 19 cohort studies (where participants are followed ovelfime)
one of which also reported on a ccamigon grouf The study which
followed people over the longest period of time was Be&lbala et al*"
whichtracked stroke survivors for five years recording recurrent stroke,
death or myocardial infarction. There were also two studies which assessed
stroke survivors on a range of measures for over two years post stroke
(Astromet al*"® which recruited people two days following the stroke and
followed them for three years; Kireg al° followed stroke survivors from

discharge for two years). More commonly, stroke survivors were followed

up over a six month perigg.t” * 18%184

Sample size ranged fromZ0to 14177, In total, data from 6456 stroke
survivors were included in the studies, as well as 1983 controls. The aphasia
studies reported on 209 participants. Stada®k place in the USA (n = 20),
Australia (n = 6), UK (n = 5), China (n = 5), Canada (n = 3), Nigeria (n = 2),

Taiwan (n = 2), other (n = 5).

2.4.3 Risk of bias within studies

Qualitative studies (Table 2.1)

Table 2.1 presents the results of the @aitappraisal of included papers.
Qualitative methodology was appropriate in all cases, and the research
design was justified. 12/14 additionally had clearly focused research

questions.
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In terms of recruitment, the process by which studies were recrugted w
explained and justified in 12/13 studies. Seven studies gave their criteria for
purposive sampling, suggesting they succeeded in recruiting a diverse
sample (considered appropriate for qualitative method&fdgpnly one

| 165

study Hauret al.>” provided m information as to how the sample had been

recruited.

In terms of generalizability, there were concerns about the pool from which

11 recruited only

a number of studies drew their participants. Haual
PHQ 7KH SXEOLVKHG DFF R X%daty/savareDwitteroy P +LQFNOH\
well educated, motivated, and younger stroke survivors, thuextbat to

ZKLFK ILQGLQJV PD\ EH pWUDQVIHUDEOHY WR WKH PRU
population is questionable. For two studi&s, a requirement fomiclusion

was a willing caragiver or significant other to take part in the study,

potentiallyexcluding the most isolated participants. Finally, three studies

recruited either through stroke or aphasia groups exclustvéf?, or in

combination with a university clinic and research regiétéf’. Results

based on those who attend groups or have choseagart of a university

aphasia community may not transfer to those who are either unable or do

not want to attend such groups. A further observation is that only three of

the studies included participantdisvlived in care home setting&: 1°%

In terms of data collection, the methadsed were appropriate, and on
occasion displayed imaginative extensions of the stmctured interview
(for example use of participant photograpfiy)Data was collected in a
prospective manner in 12/13 studies. The exception was étaih®>,

where datavas collected as part of a larger project, suggesting that probing
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Rl DUHDV VSHFLILF WR WKH UHSRUWfV UHVHDUFK TXH

Only one study discussed saturation of Hata

In terms of data analysis, 13/14 reports provided sufficrdatmation as to

how the data was analysed:; the exception was Hinckley (2d0&ome

indication that rigour was incorporated into study design was evident in

12/14 reports: three reports ugedpondent validation; in eight reports there

was more than one analyst involved; one study referred to triangulation of

GDWD DQG WZR UHSRUWV WR HVWHESLVKLQJI DQ pDXG
however, did not provide sufficient information. Reflexivity of the

researcherl@ut their own potential biases was not considered in any of the

stroke studies, but was considered in 6/9 of the aphasia studies.

In summary, the studies were on the whole welistructed. The main
concern related to the samples recruited, which coatieipially limit
generalizability of results. In particular, those most isolated (without a care
giver, not attending groups, or living in a nursing home) may be under

represented.

As specified in the methods, a brief analysis was undertaken to see if the

MZHDNHUY VWXGLHY FRQWULEXWHG VXEVWDQWLDOO\ C
studies. The two weakest studies were considered to be Hiretld}f*

(population which makes the transferalyibf results problematic;

insufficient detail as to analytic process; weak credibility as it is unclear

which stages of the analytic process the second analyst was involved in),

and Hauret al*®® (secondary analysis; very limited participant information

provided; exclusion of women). Neither of these papers contradicted the

findings of the other reports, nor did they contribute new themes. They did,
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however, provide additional insight into themes (for example, over the

contribution of the spase in facilitating recovery).
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Table 2.1 Study details and critical appraisal of qualitative studies (based on CASP)

Studies with PWA only

Brown et al Brownet al. Dalemanset al. Davidsonet al. (2008)°% | Grohnet al. (2012)® | Hinckleyet al. Le Dorze & Brssard
(2010)°* (20134 (2010% (2006)** (1995)°®
Study details Australia Australia The Netherlands Australia Australia Various Canada
Timingof data collection: mean (SD) « \UV 732 « \UV 732| 16mths+11yrs 9mths £9 yrs 3 mths >2 yrs 2-14 yrs
Number of stroke participants 25 25 13 15 15 18 9
RQ topic Living successfully| Role of friendship | Social participation Friendship Living successfully | Living successfully Aphasia & ICF
Quality assessment
1 Clearly focused RQ 9 9 9 9 9 9 9
2 Qualitative methodology appropriate 9 9 9 9 9 9 9
3 Research design justified 9 9 9 9 9 9 9
4 Recruitment strategy
Recruitment processxplained/justified 9 purposive 9 purposive 9 purposive 9 9 9 9
Participants appropriate for RQ Through stroke Through stroke |9 needed willing care 9 9 Not representative | 9needed willing care
groups and universigroups and universi giver giver
5 Data collection
Method selected (eg focus group;depth Interviews + Interviews + Diary + semi Observation + diary + Semistructured Published accounts| Semistructured
interview, published data) participant photos| participant photos| structured interviewsstimulated recall intervie interview interviews
Data collected in a way that addresses RQ 9 9 9 9 9 9 9
Methods used clearly explained 9 9 9 9 9 9 9
Saturation of data discussed
6 Researcher/ participant relationship
Researcher considered own influence 9 9 9 9 9 Not considered
7 Ethical issues
Consideration of ethical issues 9 9 9 N/A 9
Approval from ethics committee 9 9 9 9 N/A
8 Data analysis
Analytic method used (where specified) IPA IPA Thematic analysis
In-depth description of analysis process 9 9 9 9 9 9
Rigour (clarity as to how themes derived 9 9 9 9 9 9
from data; sufficient data presented)
Contradictory data taken into account 9 9 9 9 9 9
9 Findings
Clearstatement of findings 9 9 9 9 9 9 9
Credibility discussed 9 >1 analyst; audit 9 >1 analyst; audit 9 respondent 9 triangulation + 9>1 analyst 9 >1 analyst 9> | analyst
trail trail validation respondent validation
10 Value of the research
Contribution to knowledge discussed 9 9 9 9 9 Brief 9
Transferability of findings discussed Specific to group | Specific to group | 9 (only 1 PWA living|Only 3 PWA interviewed 9 Limited Belonged to Aphasig
attendees? attendees? alone) Association
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Table 2.1(con) p2/2

PWA only

General stroke population studies

Parr et al. (1997)** | Parr (2007) Z[veRal. Dowswellet al. Haunet al. Poundet al. Sumathipalaet al.
(2008)** (2000% (2008)°° (1999)°° (2011)"°’

Study details UK UK Australia UK USA UK UK
Timing of data collection >5 yrs 9mths +15 yrs 4.4 yrs (3.08) 13-16mths 1, 6 & 12 mths 10mths 1-11yrs
Number of stroke participants 50 20 26 30 77 40 35
PWA included 9 9 9 (?recovered) Not specified Not specified 8evere 9mild
RQ topic Experiencing aphasia Social exclusion Challenges of Psychosocial Connectedness an| Social and practical| Longterm needs

recovery; coping difficulties isolation strategies using ICF
Quality assessment
1 Clearly focused RQ 9 9 9 9 9
2 Qualitative methodology appropriate 9 9 9 9 9 9 9
3 Research design justified 9 9 9 9 9 9 9
4 Recruitment strategy
Recruitment process explained/justified 9 purposive 9 purposive 9 9 No 9 consecutive 9 purposive
Participants appropriate for RQ 9 9 Through stroke | No participant info | Men only; limited 9 9
groups only provided participant info

5 Data collection
Method selected (efpocus group, irdepth Semistructured Ethnography Focus groups Semistructured Semistructured 9 Semistructured
interview, published data) interviews interviews interviews interviews
Data collected in a way that addresses RQ 9 9 9 9 Retrospective 9 9
Methods used clearly explained 9 9 9 9 No 9 9
Saturation of data discussed 9

6 Researcher/ participant relationship
Researcher considered own influence Not considered 9 Not considered Not considered Not considered Not considered Not considered

7 Ethical issues
Consideration of ethical issues raised by study 9 9 9 No 9 9
Approval from ethics committee 9 No 9

8 Data analysis
Analytic method used Framework Framework
In-depth description of analysis process 9 9 9 9 9 9 9
Rigour (clarity as to how themes derived from datg 9 9 9 9 9 9 9
sufficient data presented)
Contradictory data taken into account 9 9 9 9

9 Findings
Clear statement of findings 9 9 9 9 9 9
Credibility discussed 9 respondent validation 9 respondent 9 2 analysts 2 analysts for codin 9

validation only

10 Value of the research
Contribution to knowledge discussed 9 9 9 9 9 9 9
Transferability of findings discussed 9 9 Specific to stroke | No participant info | Men only; limited Specific socie 9

group attendees? provided participant info economic group
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Quantitative studies (Table 2.2)
Most reports had a clearly focused research question (48/56), and used

appropriate methodology (51/56).

7KH PRVW UHSUHVHQWDWLYH VWURNH VWXGLHYV DUH W
EDVHGIQO\ IRXU RI VWXGLHV LQ WKH SUHVHQW UH)Y
EDVHGY VDPSOKHUIW KZHKWU AHH. IKW VW XEHMHWHBHUHHIFRPP XQ
drawn from the community via stroke groups, advertisement etc), including

4/5 of the aphasia studies. Thus the majority of studies were either recruited

from hospitals (n = 18), stroke units/ rehabilitatgattings (n = 12), or

clinics/ outpatients (n = 4). The majority of studies seeking to recruit

chronic stroke survivors chose to do so via hospital records (n = 10), rather

WKDQ WKURXJK WKH pFRPP%8gava fio inb@@ionVZR VWXGLH!

as to where they recruited participants from.

Half of the included studies (24/48) had no major exclusion criteria which
would limit generalizability. Two included TIAS®’, which has been

argued to be problematic as TIAs have a different prognosis to ¥ftoke
Thus 24/48 studies had a variety of exclusion criteria relating to age,
severity of stroke, mobility, recovery, type of strokar @xamplegxcluding

haemorrhage), and availability of a willing eagiver.

Twelve studies did not use either a validated functional social support or
social network measure. It was of particular concern that five studies relied
on nonvalidated measures of perceived social support, potentially leading

to unreliable redts.
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In terms of confounding variables, only nine studies considered stroke
severity. Of the 54 reports, 10 failed to consider the influence of

confounding variables in their design.

The cohort studies all followed stroke participants beyond 30 day® 17/
used fixed points post stroke onset for assessment. Rates of follow up were
extremely variable, ranging from 0% lost to follow'¥fpto 53% losto

186

follow up™. There was also much variability between studies in terms of

the transparency with which this information was provided. An example of

I 9,170

good practicavas Astromet a , who gave a clear breakdown including

causes of lost follow up. Conversely, four studies gave no information at

a”109, 180, 181, 188.

43/48 studies provided sufficient information about the age and sex of their

participants. Five, however, provided no participant information.

Finally, in terms of re&bility of results, 27/54 reports were considered to be
unreliable. Six reports were considered to have biased populations due to
poor response rate (this figure could be higher: not all studies reported on
response rates); seven reports failed to tateeaccount confounding

factors, for example, through conducting univariate analyses only; six
reports relied on nemalidated measures of perceived social support; three
reports had insufficient subjects to variable ratio for multiple regression; six
repats give ANOVA results without reporting effect size; and six were
considered flawed in design, methods or analysis in some other specified

manner.
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In summary, the studies were of variable quality. Study weaknesses will be
considered when interpreting thesults, particularly where there are

conflicting findings.
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Table 2.2 Study details andtritical appraisal of quantitative studies (based on CASP)

Table 2.2; pl/4 Studies with PWA only (x agmatched controls) Stroke studies incluaig PWA
SR 3 e e 5 g
) — — . o © =3 0
Sy Z2 = Se e |22 |8 o BR[| Bg 2 3@ s . |E%
8% S % T |22% (% |55 |59 EQ E% |EBo |28 s B |ES
28 58 58 88 [8%81(28 |33 |88 |53 |58 |58 |S< 8T8 |8%
og og og T Tz | d > a < <Z <Z << 0 s mod O
Study details UK Australia | Australia UK UK USA USA Sweden | Sweden | Sweden | Sweden Canada USA USA
Study design X-sec X-sec X-sec X-sec X-sec X-sec X-sec Cohort | Cohort | Cohort | Cohort Cohort Cohort | Cohort
Time of assessment(s) (foisec: mean (SD)| 36.5 (29) | 41 (25.6) | 41 (25.6) | 3.5(3.1) | 3.5 (3.1) | >6 mths 81.4 (45.8]4d/3mths| 4d-3yrs | 4d-3yrs | 4d-3yrs | 7d-6mth d/c | 2d-5yrs Premorbid
where provided) mths mths mths yrs yrs mths 6wks
Number of strokeparticipants 38 30 30 83 83 18 40 80 80 80 80 129 655 87
PWA included 9 9 9 9 9 9 9 Proxy Proxy Proxy Proxy 9 Proxy 9
Quality assessment
1 Clearly focused RQ 9 9 9 9 9 9 9 9 9 9 9 9 9
2 Appropriate methodology for RQ 9 9 9 9 9 9 9 9 9 9 9 9
3 Cohort/ sample recruitment
Community based 9 9 9 9 9 ? 9 Stroke unitStroke unitStroke unitStroke unif Hospital |Population Hospital
|(via charity)
No major exclusion criteria 9 8;PREL{8,PREL 9 9 840 or 9 9 9 9 9 8<50 >80 yrs|&haemorrt 9
855 yrs 855 yrs >80 yrs (TIAs 9) |(TIAs 9) |(TIAs 9) |(TIAs 9) | 8mild stroke age
TPO stated 9 9 9 9 9 9 9 9 9 9 9 9 9 9
4 Exposure accurately measured
Valid, reliable assessment of social 8SN SN9 SN9 9 9SS 9 9SN
support/network Soc Act8 | Soc Act 8 8SN 8S
5 Outcomes accurately measured
Valid, reliable assessment of other 9 9 N/A 9 9 9 9 9 9 9 9 9 9
measures
6 Confounding factors identified
Stroke severity considered 9 9
Confounding factors taken account of 9 9 9 9 9 9 9 9 9 9 9 9
7 Follow up (% lost to follow up) N/A N/A N/A N/A N/A N/A N/A 5% lost | 39% lost | 39% lost | 39% lost ? 2% lost | 21% lost
>30 days N/A N/A N/A N/A N/A N/A N/A 9 9 9 9 9 9 9
Fixed points used N/A N/A N/A N/A N/A N/A N/A 9 9 9 9 9 9 9
8 Results of the study Table2.7 |Table24& | Table2.3 [able®.3&(Table®.3 |Table2.3|Table2.3 |Table2.3 |Table2.3 |Table25 | Table25 | Table23 |Table2.6 | Table2.6
27 24 &24
9 Cls reported 9 9
10 Reliable result¢see end of table for key 9 9 9 9 B&E |C&F* 9 9 9 9 9 F* 9 9
11 Applicability of results
Age details provided 9 9 9 9 9 9 9 9 9 9 9 9 9 9
Sex details provided 9 9 9 9 9 9 9 9 9 9 9 9 9 9
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Table 2.2; con p2/4

Stroke studies including PWA

S © . —< — 4
o a o C_G g © E =) E o —_ GC.) o g %)\ S ~ § ;—[\\ C_U n
8 _ 2L 7% 5% a =% T3 |8 8% (8% (28 |3% |&S 5%
x SO N ™ L N © .:O — O >0 -EH o< = c o
523 2g |83 2 23 58 |53 22 |§88 |82 |83 |z¢ 53
ond od od % AN =g zZ o a=d X s nad |[FT g
Study details Australia USA USA USA USA USA USA Nigeria UK USA UK Australia | Australia
Study design Cohort Cohort Cohort X-sec Cohort X-Sec X-Sec X-Sec X-sec X-sec X-sec Cohort Cohort
Time of assessment(s) Rehab 12 mth | 1-6mth 1-6mth 1-3yrs d/c £2y B-166 mthg 2-13 mths | >1mth 6mths <2wks | 31-64 | 2d-3mths BL:11.7(4.9)
d/c mths mths
Number of stroke participants 60 46 46 86 97 53 47 100 206 103 60 125 135
PWA included 8evere proxy Proxy 8evere &evere | Bevere | 8&evere Proxy Proxy 8evere 9 &evere &evere
Quality assessment
1 Clearly focused RQ 9 9 9 9 9 9 9 9 9 9 9 9
2 Appropriate methodology for RQ 9 9 9 9 9 9 9 9 9 9 9 9
3 Cohort/ sample recruitment
Community based Rehab unit | Hospital | Hospital Hospital | Rehab unit 9 Rehab | Hospital Hospital Hospital Populatiq Hospital 9
n
No major exclusion criteria 8ive alone [8haemorrhghaemorrha 9 8iving along 8haemorrh 9 9 9 9 9 9 9
8&2 wks rehab| age e age (TIA 9)
TPO stated 9 9 9 9 9 9 9 9 9 9 9
4 Exposure accurately measured
Valid, reliable assessment of social 9 9 9 9 9 9 9 9 9 9 9
support/network
5 Outcomes accurately measured
Valid,reliable assessment of other 9 9 9 9 9 9 9 9 9 9 9 9 9
measures
6 Confounding factors identified
Stroke severity considered 9 9 9 9
Confounding factors taken account of 9 9 9 9 9 9 9 9 9 9 9
7 Follow up (% lost to follow up) 26% ? ? N/A 45% lost N/A N/A N/A N/A N/A N/A 17% 9%
>30 days 9 9 9 N/A 9 N/A N/A N/A N/A N/A N/A 9
Fixed points used 9 9 9 N/A 9 N/A N/A N/A N/A N/A N/A 9 9
8 Results of the study See Tabl@.3 |Table2.6 | Table26 [fables2.3&4[Tables2.3&5| Table2.7 |Table2.6&7 | Table2.4 |Tables2.3&4 | Table2.5 [Table2.5[Table®.3&5 [Table®.3&4
9 Cls reported 9 9
10 Reliable resultsee end of table for key) B, E E E 9 A D A&C C 9 B D 9 A
11 Applicability of results
Age details provided 9 9 9 9 9 9 9 9 9 9 9 9 9
Sex details provided 9 9 9 9 9 9 9 9 9 9 9 9 9
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Table 2.2; con p3/4

Stroke studies incPWA

Stroke studies excluding PWA

. e}
= = © = . > Qo ] -8 (._5 —
s 5 58 By s Se Sz |3 e % 53 2 = |57 @3 g8
2% |25 |E® g% 8% |35 |85 (8% |=8% |S3% |88 5% |2%
238 |28 |88 |58 (2% |ES |FE |=& |258 |29 |5S £E8 |83
(e ) =g < |od od oY |0 ad Lo I=<2 |03 oY Ty
Study details Greece | Australia | Nigeria USA China China | Turkey USA USA Canada USA N/AUSA | Taiwan
Study design Cohort X-sec X-sec x-sec  |Case contrg Xx-sec X-sec X-sec Cohort X-sec Cohort X-sec X-sec
Time of assessment(s) 1-6mth 1/3/5 yrs ? 3-6mth On rehab pmths d/{ >3mths | 1-12 mths | 10d6mth P-24 mths d/| c. 18d-6mth 48.4(63.8) [29.8 (73.4
ward mths mths
Number of strokeparticipants 50 90 104 95 20 210 70 75 91 85 272 90 102
PWA included Proxy Proxy ? 8 8 8 8 ? ? 8 8 8 8
Quality assessment
1 Clearly focused RQ 9 9 9 9 9 9 9 9 9 9 9
2 Appropriate methodology for RQ 9 9 9 9 9 9 9 9 9 9 9 9
3 Cohort/ sample recruitment
Community based Hospital Hospital | Hospital Rehab Rehab Rehab |Neurology] Rehab Hospital Hospital Hospital 9 Hospital
OP clinic OoP
No major exclusion criteria 9 9 9 9 9 9 9 8” \ U| &ull recovery 865 8mild stroke | 8on-driver | haemorrl]
in 2 mths 8evere stroke | pre-stroke age
TPO stated 9 9 9 9 9 9 9 9 9 9
4 Exposure accurately measured
Valid, reliable assessment of social 9 9 9 9 9 9 9 9 9 SS9 9 9
support/network SN8
5 Outcomes accurately measured
Valid, reliable assessment of other 9 9 9 9 9 9 9 9 9 9 9 9
measures
6 Confounding factors identified
Stroke severity considered 9 9
Other confounding factors 9 9 9 9 9 9 9 9 9 9
7 Follow up (% lost to followup) 14% lost N/A N/A N/A N/A N/A N/A N/A ? N/A 22% N/A N/A
>30 days 9 N/A N/A N/A N/A N/A N/A N/A 9 N/A 9 N/A N/A
Fixed points used 9 N/A N/A N/A N/A N/A N/A N/A 9 N/A 9 N/A N/A
8 Results of the study Table®.3&6 | Table2.3 | Table2.7 |Table2.7 Table2.7 [Table25| Table24 | Table2.5 Table 2.5 | Table2.5 Table2.7 Table2.7 [Table.4&5
9 Cls reported 9 9
10 Reliable result¢see end of table) E 9 F* 9 B 9 B 9 F* 9 9 9 9
11 Applicability of results
Age details provided 9 9 9 9 9 9 9 9 9 9
Sex details provided 9 9 9 9 9 9 9 9 9 9
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Table 2.2; con p4/4 Stroke studies excluding PWA
(]
w8 T 3 S T ® P N 5 5 |8 3 |_8 §.£g 2 = |®3 T g
- O~ v Q= — =~ = O~ — O~ ) 3~ ) S~ | & i~ | © *—~ O Xo~| D S~ | =2 S~ Nl 2~
°C® |28 |28 |23 = S8 =8 |E 2|8 R|ss |5ES8|Ex2 |z 2 3
£8 €3 |222 |83 (S8 |28 |S358 |2:2|8<x2|38 |8c2|852/88 |23
2 |2 (¢TI d a4 gg 8 S5 Scs2|os|nld o2 |hsd|Dd =Sc 2
Study details Canada| USA UK USA China Taiwan China  |Australia| USA | China | USA USA Japan | Norway
Study design X-sSec Cohort Cohort X-sec X-sec X-sec Cohort Cohort | Cohort | Cohort | Cohort X-sec X-sec X-sec
Time of assessment(s) 1-3yrs | Acute £ |<Iimth +6mth| ?chronic | ?postd/c | 28.9 (31.5)| 2d-3mths |2-14mths|1-12 mth |2d-6mth| c3mths+ | 0-12mth | 2-3yrs Any
24mths d/c from hosp mths acute d/c dic c9mths | postd/c
Number of stroke participants 50 301 30 121 50 106 215 76 89 112 162 48 a7 1417
PWA included 8 8 8 ? 8 8 8 8 8 8 8 8&evere 8 ?
Quality assessment
1 Clearly focused RQ 9 9 9 9 9 9 9 9 9 9 9 9
2 Appropriate methodology for RQ 9 9 9 9 9 9 9 9 9 9 9 9 9
3 Cohort/ sample recruitment
Community based Hospital | Hospital | Hospital ? Day clinic Hospital OF  Rehab Rehab | Rehab |Rehab |Hospital | Rehab |PopulationPopulatio
n
No major exclusiogriteria &60 yrs ? &o willing | 8ADL &65 yrs | &65 yrs 9 &o-one| 8mild 9 &o ? &40 9
caregiver |dependent 8;PREL to turn | stroke caregiver|
TPO stated 9 9 9 9 9 9
4 Exposure accurately measured
Valid, reliable assessment sxdcial 9 9 9 9 9 9 9 9 9
support/network
5 Outcomes accurately measured
Valid, reliable assessment of other 9 9 9 9 9 9 9 9 9 9 9
measures
6 Confounding factors identified
Stroke severity considered 9 9
Other confounding factors 9 9 9 9 9 9 9 9 9 9 9 9
7 Follow up (% lost to follow up) N/A  |53% lost 0% N/A N/A N/A 26% lost |42% lost ? 15% 25% N/A N/A N/A
>30 days N/A 9 9 N/A N/A N/A 9 9 9 9 9 N/A N/A N/A
Fixed points used N/A 9 N/A N/A N/A 9 9 9 9 9 N/A N/A N/A
8 Results of the study Table2.4 [Table25| Table25 | Table2.6 | Table25 | Table25 | Table2.4 (Table2.5|Table2.6 |Table 5[Table2.5 [fable2.6&7| Table25 |Table2.4
9 Cls reported
10 Reliable result¢see end of table) A&D | A&E B F* B 9 9 A 9 9 C&F* 9 C C
11 Applicability of results
Age details provided 9 9 9 9 9 9 9 9 9 9 9 9
Sex details provided 9 9 9 9 9 9 9 9 9 9 9 9
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KEY to abbreviations:

ADL: activities of daily living

d: day; mth: month; y: year

OP: outpatient

PWA: person/people with aphasia

Rehab: rehabilitation unit/ hospital/ ward/ institute
SS: functional social support

SN: social network

X-Sec: Ccross sectional

?: not specified/unclear

KEY to Section 10 of CASP (Reliable resulty. Results considered unreliable if:

A. Population may be biased:
X >40% lost to follow up
x Postal: <50% agreed to participate in study if postal
x Face to face: <70% agreed to participate

B. Study did not take into account confounding factos€xample presents only univariate associations)
C. Reliance on nomalidated scale for perceived social support

D. Where multiple regression techniques used, results considered unreliable if events per variable ratio insufficient (>10
considered acceptable fowuttivariate analysis)

E. Effect size/ power not reportadere study compares groups (for exampQOVA)
F. Study design, methods or analysis flawed in other specified manner

This applied to the llowing studies
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*Adeniyi et al.(2012)}"7 99.8% participants reported to perceive their social support as low on the MOS SSS, which is at
congruence with all other studies, including in Nigeria. This statistic is deemed aarermot included in Tab23
* Belangeret al.(1988)'*° Unclear hav many variables entered into each multiple regression equation; measures not clearly

defined
* Feibel & Springer (19825 Non-validated measures used for both IV (social activities) and DV (depression)

* Labi et al. (1980} No participant information, fihiting generalizability. Overeliance on nowalidated measures. Disparity
between text of results and Table 8 p564 (whether having a friend as significant other increases (table) or decreases (text)

likelihood of reducing social activities);

*Ross and Veértz (2003)* $XWKRUV GR QRW PDNH FOHDU LQ UHVXOWYVY WKDW ,WHP ODEHOO

with support received from friends

*Spencer and Tompkins (1998)Measures not clearly defined in methods; unclear how many IVs eittevedultiple

regression
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2.4.4 Synthesis of results

As described in the methodology, this review leads with the qualitative
synthesis, followed by the quantitative synthesis. There then follows a
section comparing andterpreting how the qualitative and quantitative

strands of theeview relate to one another.

2.5 Qualitative meta -ethnographic synthesis

The metasynthesis begins by examining the impact of having a stroke on
the family, including relationships withspouse/partner, children, and other
relatives. It goes on to explore how the stroke affects friendships and social
acquaintances. Reasons for reduced participation post stroke are explored,
as well as factors facilitating social contact. The role of neamdiships,
including groups, is analysed. Finally, the functions of support received post
stroke are outlined, and the synthesis concludes by looking at what aspects
of social support have been associated with positive outcomes, such as

HOLYLQJ VAFFHVVIXOO

Although some metayntheses do not refer to individual studies when
narrating the results of the metaalysis?®, a decision was made that
referencing primary studies lends greater transparémoyder to do so
efficiently, the studies have been numbered alphabetigsilhg square
brackets starting with the stroke studig4] to [5]), and then the aphasia
studies ([6] to [14]). These numbers will be referred to throughout the

synthesisFor ease of reference, they are listed beliere a particular

90



theme appears exclusively in either the aphasia studies or the stroke studies

this is commented upon.

List of studies included in the meta -ethnographic synthesis

[1] Ch'ng AM, French D and McLean N (2068)

[2] Dowswell G, Lawler J, Dowswell Tt al.(2000f

[3] Haun J, Rittman MR and Sberna M. (20638)

[4] Pound P, Gompertz P afbrahim S (1999§°

[5] Sumathipala K, Radcliffe E, Sadler &,al.(2012)°’

[6] Brown K, Worrall L, Davidson B and Howe T (2016)

[7] Brown K, Davidson B, Worrall LE and Howe T (201%)

[8] Dalemans RJ, de Witte L, Wade D (20210)

[9] Davidson B, HoweT, Worrall L, Hickson L and Togher L (20085

[10] Grohn B, Worrall LE, SimmonMackie N and Brown K (2013%°

[11] Hinckley JJ (2006§*

[12] LeDorze G and Brassard C (198%)

[13] Parr S (2007%3

[14] Parr S, Byng S and Gilpin S (199%)
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2.5.1 Family
$V RQH SDUWLFLSDQW ZURWH D VWPRONH pLV DFWXDO!
and the impact of the stroke on family relationships was explored in 12 of
the studies. The main themes that came through the data were: disruption to
family relations; factorsvhich make family life more harmonious; strains
on the marital relationship; the valued roles played by a spouse; and the

impact of the stroke on relationships with children and other relatives.

2.5.1.1 Disruption to family relations

The stroke was desbed as the cause of stress and disharmony within the

family in a number of studies [1, 2, 11, 12, 13, 14]. Only one study [4]

considered that the stroke did not disrupt close family relationships as the

family structure had already adapted due tegxiging frailty or ill-health.

$V VXFK WKH VWURNH UHSUHVHQWHG PRUH D QHHG WR
VWUXFWXUHV DQG ILQG D QHZ EDODQFH RI pJLYLQJ D¢
VWXG\ KRZHYHU LW ZDV DFNQRZOHGJHG WKDW u,Q FLC
disability wasmore sudden it was possibly more difficult to achieve a new

EDODQFH LQ WKH UHODWLRQVKLS § >S @

The reasons for the disruption were explored and fall into the following

main categories:

Lost roles/ change in roles [1, 2, 12, 14]

The stroke could causegple to be unable to fulfil previously valued roles.
These included the roles of provider and worker, protector, carer, husband
or wife. The stroke could challenge their ability to take on the parental role,
and participants describe losing authority abeir children [12], and being

unable to support their children at key milestones [14]. It could also make it
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hard for participants to support their own aging parents, and fulfil the role of

son or daughter [14]. In particular, it could be hard for petaplese

PIJLYLQJY UROHV DQG LQVWHDG KDYH WR EH LQ WKH S
some, after a lifetime spent looking after others, such role changes were

reported to be associated with helplessness and frustration, and disruption to

self-identity [2].

Dependence/ inability to contribute [1, 2, 3, 14]
Some stroke participants were reported to feel they were a burden, felt
unable to contribute, and could have a sense that they were ruining other

SHRSOHYV OLYHYV

Sfe%te —* —St 1°f,"<.13/'T4-St tf>i za
S3RVW VWURNH WKH pIDEULF RI WKH GD\YT FRXOG FKDQ.
focused around work or other enf-house purposeful activities, it could
consist of washing, feeding, lifting and managing other ADLs [4, 13, 14].
Spending large amounts afne in the house together could cause tension

[13, 14].

Dealing with strong emotions [14]
Emotions post stroke could be strong: anger, depression, frustration. These

could be difficult for the family members to deal with [14]

Aphasia [6, 13, 14]

Difficulty communicating could disrupt family relationships, and be a
further cause of stress. Further, it could make it harder for a person to
negotiate and come to terms with their lost roles and new dependence.

Through making conversation difficult, aphasia caake away a source of
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comfort, reassurance, and a sense of shared experience, at a time when it

ZDV PRVW QHHGHG QDPHO\ DIWHU WKH pWUDXPDY RI L

2.5.1.2 Factors which made family life more harmonious
A number of studies explored what factersabled people to find successful
ways of living within their family post stroke [3, 4, 6, 11, 13, 14]. The main

themes to emerge were:

Being able to contribute/ maintain roles [3, 4, 6]

Caring for others, maintaining relationship roles where possihtkfinding

ZD\V WR pFRQWULEXWHY WR IDPLO\ OLIH ZHUH DOO VH
make the person feel valued [6] and connected [3]. Being able to

UHFLSURFDWH DQG HQJDJH LQ pPXWXDO KHOS DQG VX

positive [4]

Negotiating supmrt and independence [3, 4, 11, 14]
Those who were able to communicate their need both for assistance and
independence throughout their recovery perceived themselves to be more

HFRQQHFWHGY > @

Being able to express and receive intimacy and love [1, 3]
Being able to express love, whether to a partner or other family member,

ZDV DVVRFLDWHG ZLWK IHHOLQJ pFRQQHFWHGY > @ D!

94



2.5.1.3 Marital relationship post stroke

Impact on marital relationship [1, 3, 8, 11, 12, 14]

Although mostlypeople stayed together post stroke, there were also

examples of the stroke being the catalyst for divorce or separation [1, 11,

14]. Friction and marital strain was reported [1, 12]. Partners could be

perceived as being unable to cope [1], not able torstated [12], or unable

to accept their post stroke identity [11]. In addition, spouses could become

MPRYHU SURWHFWLYHY WDNLQJ RYHU DQG PDNLQJ DOO
could impact negatively on recovery and feelings of competence. More

rarely, having a disability could leave someone vulnerable to more serious

negative interactions, such as being dominated, ignored, rejected or

exploited by their partner [14].

There was also an awareness of the strain that was placed on the spouse.
This couldleadW R D FRPSOH[ pOD\HULQJY RI HPRWLRQV RQ W
survivor: concern, guilt, resentment, and wariness [p49, 14]. Sex life could

also be disrupted [3, 14].

Valued roles of the spouse

Despite the strain placed on the marital relationship destabove, the

spouse generally played a key role in making the stroke survivor feel valued
and loved [11, 14]. They were likely to be the main source of tangible and
emotional support following a stroke [1], as well as companionship [3], and

married partipants were less likely to feel isolated [3].

7KHUH zZzDV D pSDUDGRI[Y WKDW ZDV GHVFULEHG LQ WK

spouses of stroke survivors needed to provide essential tangible support

95



while at the same time fostering independence and recovergcéount of

WKLV KDSSHQLQJ VXFFHVVIXOO\ LV SURYLGHG LQ > @
married pair successfully negotiates the paradox of becoming more tightly
LQWHUWZLQHG ZKLOH PDLQWDLQLQJ LQGHSHQGHQFH T
this as findingtH nGHOLFDWH EDODQFHY >S @ ,W DSSHDUV
can successfully negotiate this balance, then it was likely to lead to more

harmonious family relations and greater adjustment and recovery.

The spouse could also play a key role in facilitatingegyement and

participation [8, 13, 14]. For example, spouses could organise meetings with

IULHQGY PDNH FRQWDFW ZLWK FRPPXQLW\ DFWLYLWLL
communication (for people with aphasia). Indeed, for those with severe

aphasia [13] thenain examples of successful social inclusion (for example,

MRLQLQJ D ERZOLQJ FOXE ZHUH DV D UHVXOW RI puD O
DWWHQWLRQ RQ WKH SDUW RI WKH ZLYHV § >S @ 7KL

the aphasia studies rather than the stroke studies

Finally, it was reported that the support provided by the spouse facilitated
WKH SURFHVV RI DGMXVWLQJ WR D QHZ OLIH SRVW VW
LQ UHFRYHU\ > @ DQG LQ VRPH FDVHV puLV SRUWUD\HCG

positive forceinar® XUQ WR VXFFHVVIXO OLYLQJ | > S @

2.5.1.4 Stroke and other family members
7KH HYLGHQFH LV pWKLQQHUY DERXW WKH LPSDFW R\
UHODWLRQVKLSY FRPSDUHG WR WKH pWKLFNY HYLGHQ

relationship.
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Children [4, 5, 1214]

Grown up children could provide tangible support, in some instances being
the primary cargiver [4, 14], although some children were unwilling or
unable [3]. Study [4] describes examples of children interweaving support
(such as regularly preparimgeals and shopping) with formal services to
enable an elderly parent to live alone in the community. Study [5]
documents that some stroke survivors moved house specifically to be closer
to their grown up children in order to receive needed support. Haibtan
support provided by children is perceived by the stroke survivor is only
briefly addressed in one study [14], which comments that most welcomed
WKH VXSSRUW DOWKRXJK SHRSOH FRXOG EH pzZDU\ RI
WKHLU RI1VSUL Q Hfhat Euoport fiomEkIdrg§n cbul@ underline

their own limitations and arouse feelings of jealousy [14, p55]

In terms of other types of support provided by children, study [4] briefly
described how children also took their elderly parent on outings (social

companionship support).

In terms of frequency of face to face contact with grown up children, this is
not reflected upon in the qualitative literature. Study [14] observes that
aphasia could make it more difficult to keep in contact with children

overseasif both writing and using the telephone have become difficult.

Those stroke survivors with young children describe how feelings of love
DQG UHVSRQVLELOLW\ FRXOG KHOS WKHP pWR ZHDWKF
[p52, 14]. It is also documented how theok& could present challenges in

fulfilling the parental role, as discussed above [12, 14].
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Other relatives [1, 4, 5, 12, 14]
There was mixed evidence as to what happens to relationships with other

relatives. One study found that the stroke survivor hddaed contact with

WKHLU EURWKHUY DQG VLVWHUV > @ p8QKHOSIXOTY Ul

documented in two studies [5, 14]. Relatives could be-pratective [5], or

MHFRQWUROOLQJY > @ 7KH\ FRXOG DOVR pWDON RYHUT

aphasic persoto join in conversations [14]. It was also possible to feel

MRYHUZKHOPHGY E\ SOHQWLIXO HIWHQGHG IDPLO\ >

An alternative more positive picture is also provided by study [14], which
reported that although the stroke could have a negative impact on
relaionships with relatives (as described above), it could on occasion bring
relatives closer together, even be a catalyst to enddtamgling feuds, and

that relatives could take the place of lost friends. Study [4] found that
relatives could supplement teapport from the primary caregiver following
the stroke, and gave the example of brothers and sisters cooking and eating

with the stroke survivor on a regular basis.

Finally, young stroke survivors report that their mother was the main

provider of supporfl]. Young stroke survivors could move back home to

be cared for by their parents. Some describe their gratitude, others their
IUXVWUDWLRQ DW ORVLQJ WKHLU LQGHSHQGHQFH

relationship [14]
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2.5.2 Friends, acquaintances and the wider social network
All 14 studies explored nekin contact post stroke, be that friendships,
social activities, group membership, or, more broadly, social participation.
The main trend was that following a stroke people lost contact with friends,
were na so engaged in social activities, and reported reduced social
participation. Areas explored in the studies inctiidbe nature of the
reducedsocial contact; how this loss w@erceived; barriers and facilitators
to social participation; and the valuefoéndships and social activities

including the role of stroke and aphasia groups.

2.5.2.1 What happens to friends, acquaintances and social activities?

All studies that report on what happens to friendships found that stroke
survivors had difficulty mataining contact with their prstroke friends.
They reported losing friends [8, 12, 13, 14], were in less frequent contact
with friends [9], and participated in fewer community and social activities
[1, 2, 3]. Stroke survivors were also found to engagewer interactions

with acquaintances and strangers than controls [9]

The study exploring severe aphasia found that all participants had

MH[SHULHQFHG VRFLDO FRQVWULFWLRQY > @ 2WKHU "
experiences: that although reduced somatact was the most prevalent

story, there was also a small subset of people who reported a reasonably

varied social life [2, 8]. To maintain petroke levels of social and

community activity, however, was reported to be rare [3, 8.

In so far as peopleith aphasia did attend groups, the type of groups they
attended was found to be different from controls. Controls went to education

classes, joined in sports and crafts activities, went to senior citizen clubs. By
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contrast those with aphasia were foundnariily to go to respite centres and

therapy groups [9].

The trajectory post stroke was commented on by two studies who found that
while there might be an initial rallying around, contact then dropped off [7,

14].

2.5.2.2 Isolation and exclusion [3, 8, 13]

The consequence of losing friends and social activities was that many
participants felt isolated and lonely [8, 13]. It was described how
participants were left sitting for hours on their own, not leaving their house,

not interacting with anyone [3, 8, 13]

2QH VWXG\ > @ FUHDWHG D W\SRORJ\ FDWHJRULVLQJ
DQG WKRVH ZKR ZHUH pLVRODWHGY IURP D VDPSOH RI
those who were isolated were: more likely to live alone; less likely to be

married; perceived their suppao be unsatisfactory including from family

who were either unable or unwilling; they received few visits and lacked the
MSK\VLFDO SUHVHQFHY RI DQ\RQH HOVH PRVW RI WKH \
in their community; found it difficult to express intimdeelings such as

love; and were unlikely to feel they were making a contribution to anyone

else in either their family or community, instead they perceived themselves

DV D pPEXUGHQY 7KH\ FRXOG ILQG WKH SRLQW RI GLVF
they were hgded) to home (where they perceived themselves to be on their

own) to be difficult. The authors found, unsurprisingly perhaps, that those

ZKR ZHUH pLVRODWHGY PDGH D OHVV VDWLVIDFWRU\ D
OLYHV WKDQ WKRVH ZKt&m2 dfiptavaldnBeQ3Q% RWHAGYT ,Q

participants) were moderately isolated, and 13% (10/77) were very isolated
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at 12 months post stroke, although these figures should be interpreted with

caution since it is not made clear how participants were recruited.

A further finding was that participants could feel isolated and alone even

when surrounded by others [8, 13]. Both studies reporting this finding

explored the experiences of those with aphasia, and document the distress of

being surrounded by people, yet unablengage in the conversation.

&RQYHUVHO\ RQH VWXG\ > @ GLG QRWH WKDW VRPH S
LQGHSHQGHQWYT DQG pVXJIJHVWHG WKH\ ZDQWHG QR VF

the individual variation in what makes a social network satisfying.

2.5.2.3 Perceived causes of reduced social participation

,Q PDQ\ LQVWDQFHV LW ZDV XQFOHDU ZKHWKHU pVRFL
SDUWLFLSDWLRQY UHIHUUHG FROOHFWLYHO\ WR WKH }
family, or specifically related to friends. This seatitherefore, groups

together all the reasons given for reduced participation in the broadest sense.

Where results refer specifically to friends, this is made clear. No study

SURYLGHG D GHILQLWLRQ IRU WKH WHUP pIULHQGT

Physical and cognitive disabilityZ, 7, 8, 13, 14]

New physical difficulties such as pain, loss of balance, fatigue, or fear of

falling could make social participation more difficult [2, 8]. Memory [8] and
MHWKLQNLQJY > @ ZHUH DOVR FLWHG ,QFUHDVHG GHSH

see frends independently [7].

Relocation [2, 4, 5, 14]
Relocation due to physical difficulties was not uncommon post stroke.

People either moved in order to have more suitable accommodaition (
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exampleground floor) [4], or in order to be closer to childréh [Of the
four studies that mention relocation, two suggest that it could disrupt social
networks [2], and make it hard to keep in touch with formerly local friends

[14]. This is not discussed in the other two studies [4, 5].

Lack of access / driving ceason [1, 2, 3, 5, 8]

Not having a driving licence could make it harder to participate or access

VRFLDO VXSSRUW > @ RU IHHO pFRQQHFWHGY SDUWLF
member available to give lifts [3]. Lack of transport [2, 3, 5], or difficulty

accessing transport, for example, difficulty telling driver when to stop due to

aphasia [8] were also cited as barriers to participation.

Situation specific [2, 7, 8, 13, 14]

When a person gave up an activity, for example, work [2, 7, 8, 14], or sport,
or goirg to a particular pub [2], they could lose contact with friends. One
study [14] described how work colleagues would come over in the early
days after the stroke, but that these visits would decline. This was perceived
as resulting partly from the work celigue being unsure how to deal with

the aphasia, and partly because they no longer shared the work place

pressures and interests [14]

Financial [13, 14]

For working age people, the stroke could mean a sudden end to
employment, which in turn could lead iadncial pressures. Reduced

income was cited as a reason why it was harder to participate, for example,
harder to afford a round of drinks, harder to belong to an expensive golf

club, harder to afford travel costs to visit someone [13, 14].

102



Internal barriers [2, 7, 8, 12, 13, 14]

A range of emotions were cited as negative influences on whether a person
participated. These included feeling depressed, frustrated, sad and
disappointed [8]. Two studies described a sense that participants seemed to
be withdrawimg into themselves following the stroke and avoiding contact

[8, 13]. There was a sense that some participants were frightened to go out,
especially on their own [13, 8]. Another reported response was feeling they

QR ORQJHU IHOW WKH\ hEHORQJHGTY > @

Severaktudies found that a proportion of participants were embarrassed or

ashamed about their disabilities, including aphasia [2, 8, 12, 14], and most

went on to make a direct link between this sense of shame and a reluctance

to socialise or participate [2,8, @ 6WXG\ > @ IRXQG WKDW uPDQ\ UF
ZHUH XQFRPIRUWDEOH ZLWK WKHLU FXUUHQW GLVDEO|
burden their friends, relatives or former acquaintances with thekspogie

SQHZ VHOYHV™ T >S @ 7KH\ DOYyBtREMEHUYHG WKDW VF
PRUDO MXGJHPHQWY DERXW LOOQHVY JHQHUDOO\ pLW
slackers, idlers and loafers. For these individuals, illness did not happen to

people like their preV WURNH VHOYHV 1 >SS @ ,Q WKH GLVFXVV
connection betwen these prenorbid beliefs and subsequent sense of

shame. A further link could arguably be made between these beliefs and

post stroke withdrawal from socialising.

In contrast, the only study specifically to look at friendship found that
participants did not express any reduced desire to socialise with friends [7].

This may reflect the pool from which participants were drawn in this study:
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predominantly from aphasgroups. Alternatively, it may reflect the focus

on friendship.

Communication difficulties [6, 7, 8, 9, 12, 13, 14]
Almost all the aphasia studies described the negative impact aphasia could
have on participation: the difficulty of joining in group convéiea([8, 12]

and needing too much time to respond or think what to say [8].

Some studies looked specifically at the difficulties of communicating with
friends post stroke [7, 9, 14]. It was observed that friends were exposed to
the language difficulties osarly visits before they knew how to deal with it
[14]. Maintaining friendships then became hard when the participant was no
longer able to join in fagbaced conversations, have the saragpth
discussions as they had done prior to the stroke [6,],/pdthake jokes as

they used to [9, 14]. In addition, for friends that did not live close by,
difficulties writing letters and speaking on the phone could make it hard to

continue the friendship [14].

Unavailability of friends [14]

Only one study [14] foond that in some instances a friend could become
unavailable. Thus a friend could become ill themselves, or find them
themselves in a new life situation, such as caring for a young family. This
study interviewed people who had had their stroke at leasydimes
previously, which may have enabled more time for the personal

circumstances of friends to change.
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The attitude of friends and members of the community [5, 7, 8, 12, 13, 14]
Many of the aphasia studies described situations where friends had
abandoneadr rejected the person with aphasia. Friends were described as
feeling awkward, embarrassed or frightened of the aphasia [13, 14]; of
staying away because they did not know how to handle it [8]; of being too
impatient or busy [14]; not being able to urstand or show empathy or
acceptance [7, 8]; unwelcome pity [7]; and of male friends, used to

competitive friendships, not knowing how to show concern [14].

There was a sense of stigma attached to the aphasia. People with aphasia
described their friendsdating them as though they were simple minded or
deaf [14]; that aphasia was seen as a mental illness [7, 12]; that there was

prejudice in the community where they were thought crazy or stupid [8].

This sense of stigma is less well described in theapbasia stroke studies,

although two studies [4, 5] found that some participants attempted to

conceal their strokes, for example by not using necessary walking aids [4,

5]. However, only one of these studies [5] said this was due to fear of stigma

and notwlQWLQJ WR DSSHDU YXOQHUDEOH GXH WR pQHJDYV
LQ WKH QHLJKERXUKRRGYT >S @ 7KH RWKHU VWXG\ > (

self-esteem.

Unhelpful communication styles [7, 8, 13, 14]

A variety of unhelpful ways of interacting were regakin the aphasia

studies, which hampered participation. People with aphasia could be

ignored, talked over, sidaed, not acknowledged [13, 14], not involved

> @ 2WKHUV FRXOG WDNH RQ WKH XQZHOFRPH UROH F

words being repeated, & FRUUHFWLQJ WKH SHUVRQYVY DWWHPSW
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was often perceived negatively by the person with aphasia [13, 14]. People
with aphasia also described others having no patience, and not being
prepared to adapt their communication style [8]. Finallyigatising

manner of communication was sometimes reported: teasing, mocking,

treating the aphasic person as stupid [7, 8, 13, 14]

2.5.2.4 Changes to the substance of friendships

Participants were observed to be more passive than controls, less likely to
initiate plans, take control or actively organise their day [9]. They were
more likely to receive visits than to make visits [2, 9]. Control thus shifted

from the stroke survivor to the other person. [2].

The substance of conversations was altered for thidkeaphasia. There
were more communication break downs, interactions were briefer, and they
were less likely to engage in lengthy anecdotes or haslepth debates and

conversations [8, 9]

2.5.2.5 A new selectivity

A different angle on the loss of fridg, relatives and other social contacts

was discussed by two studies [2, 11]. They both observed a new
MVHOHFWLYLW\Y 7KHUH ZDV D VHQVH WKDW SHRSOH Q
HMFDUHIXO FKRLFHVY > @ DERXW ZKLFK IULHQGYV DQG ILC
and surround themselves with individuals they perceived to be helpful [11].

7KLY DUJXDEO\ OLQNV WR D ILQGLQJ LQ > @ WKDW uG
make people feel more integrated. Thus participants did not necessarily

want to be doing more, butanted what they did do to be more satisfying.

Hence it was argued thquality of social experiences was more important

than quantity in enabling people to feel included rather than isolated.
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2.5.2.6 How the loss of friends and social activities was perceived

Two studies explored how this loss of friends was perceived by participants

[7, 14], and found a range of responses. The loss of friends could make
SDUWLFLSDQWYV IHHO VDG DQG GLVWUHVVHG DQG DOV
understanding, forexam@H DGGUHVVLQJ WKHP DV LI WKH\ KDG D
GLVRUGHUY FRXOG EH SDUWLFXODUO\ GLVWUHVVLQJ >
were not angry, but more accepting [7] or resigned [14]. The loss of social

activities was also described as distressing [1, 14].

Losing friends and social activities could make participants lose confidence
and become withdrawn and isolated [14], or focus contact on the family
instead [14]. Alternatively, participants could take a more proactive stance,

seeking to replace lost contaetgh new friends [7].

It is not discussed in the literature whether the circumstances of the
friendship loss (ie whether stemming from lost activities, or explicit
UHMHFWLRQ E\ WKH IULHQG RU pVHOHFWLYLW\Y RQ Wi

impacted orthe level of emotional distress experienced by the participant.

2.5.3 Factors which facilitated social participation

Attitude of the stroke survivor

The need to be proactive in going out and making new friends and join in

social activities was emphasisin study [7]. This was reported to facilitate
SDUWLFLSDQWVY DGM xstrgkéHeQds. Sivitarly, KtedyJ8RVV R1 SUH
documented that the motivation and attitude of the stroke survivor was a key

IDFLOLWDWRU RI VRFLD O ns whbWdrticip@®WaRed p7KRVH SH
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to stay active, to be part of something bigger and to act upon that: they were
GULYHQ E\ PRWLYDWLRQTY > S @ ,Q DGGLWLRQ LW :
VXFFHHGHG RQ SDUWLFLSDWLQJ SHUVHYHUHG DQG uNtE

UHDFWLRQ RI RWKHUV 1

Facilitative role of the spouse[8, 13]
As discussed above, a spouse could play a key role in facilitating social

participation [8, 13], particularly for those with aphasia.

Living in a small rural community [8]

Living in a quiet environment like a village was found to be more

facilitative than living in an urban environment [8]. Participants would be
more likely to know people well in their community, thus found it easier to
shop and walk around alone. By contyéiging in the city there was more
background noise and distraction, and people were less likely to know each
other. No other study considered the impact of living in a rural as opposed

to urban area.

Positive interaction styles [7, 8, 9, 14]

The aphasi studies identified some helpful interaction styles. These
included others having patience [8] and allowing time [9, 14]; sharing
humour [9]; sharing common interests in conversation [9]; making an effort
and being prepared to find out about aphasia amdtb adapt

conversational styles [8]. Finally, positive interaction meant relating directly
to the person with aphasia, treating them with respect, and showing

acceptance and understanding [7, 8, 14].
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In some instances it was the person with aphasia @diothe initiative in
explaining what they needed to make successful conversation [7, 8, 14]; on

other occasions it could be a spouse who took this role [8, 13].

Factors which facilitated preserved contact with pretroke friends [8]
This issue was onlytiched on briefly in one study [8] which reported that
the closer the friend was prior to the stroke, the more likely it was that they

would keep in touch after the stroke.

2.5.4 The value of friendships and activities
Participants who regained socialdacommunity activities post stroke
described the positive value of this in several studies [1, 3, 6, 8, 13]. Firstly,
there was the sense of enjoyment [1], a chance to catch up with old friends
and acquaintances [13], a motivation to get out of the H8lisi could
PDNH SDUWLFLSDQWY pIHHO DOLYHY > @ ,W FRXOG DC
achievement and confidence [1], and that they were contributing and were
valued members of their community [3]. Two studies [1, 13] mention the
social companionship and semdeommunity that could come from

attending church services.

One study [7] specifically focused on the contribution of friendship to living

successfully with aphasia. Almost all the participants in this study found

friendship to be an important componéRt PVXFFHVVIXO OLYLQJY +DYLC
many prestroke friends, the friends they retained were especially

appreciated. The study explored which aspects of friendship were

particularly valued post stroke, and found three main themes in their data:
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MPDNLQR@OWRBRPHY VSHQGLQJ WLPH ZLWK IULHQGV GRL
laughter and engaging in positive interactions; and emotional support from

friends (constancy, encouragement, making them feel valued).

2.5.5 The role of new friends and stroke/aphasia groups
The findings in relation to the role of groups were varied, and appeared to
be dependent to some extent on the manner in which the sample had been
recruited. Those studies that recruited exclusively or predominantly through
groups or aphasia associati¢hs6, 7, 12] found that group membership
was a significant factor in successfully adjusting to post stroke life. Those
studies that did not recruit through stroke groups (for example, used
populationbased registers of stroke survivors [4, 5]) reportecemuxed
results, both in terms of the value of groups for the participants (variable),
and in terms of the proportion who went to groups (for example, in study
[5], only 5/35 participants attended day centres or stroke groups). Finally,
time post onset add be a factor: 2/3 of those studies exploring the
experience of stroke in the first 12 months [3, 4] did not report on groups.
The exception was study [10], which discussed the social role of early

hospital therapy groups.

In terms of new friends madince the stroke, these appeared to be
SUHGRPLQDQWO\ PDGH WKURXJK VWURNH RU DSKDVLD
VXUYLYRUYV DUH P\ IULHQGV"™ > S @ DOWKRXJK SDlL
describe meeting new friends through other community based activities [7,

13]. The process of going out and making new friends was not found to be

easy, however. It was reported that participants with aphasia felt they had
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fewer opportunities for making social contacts [12] and that it was effortful

meeting new people post stroke [12

The role of new friends is discussed exclusively in terms of groups in the
literature. These findings are divided into two sections: the positive

contribution of group membership; more negative experiences of groups.

2.5.5.1 Positive contribution of att ending groups

6HYHUDO VWXGLHYVY VWUHVVHG WKH YDOXH RI PHHWLQ.
7, 14]. Participants reported feeling understood [1, 7], feeling accepted [6],

and encouraged [1, 10, 14]. There was a sense that other stroke survivors

could undestand in the way that people who had not had a stroke could not

[1, 7]. The value of mutuality was also described: participants were able to

help each other, and learn from one another [7].

Participants also described the enjoyment and fun they hadugtsgiend
the value of laughter [1, 6, 7]. For those with aphasia it could be a relief to
EH LQ D VLWXDWLRQ ZKHUH FRPPXQLFDWLRQ ZDV pHDYV

14].

Groups were a way of making new friends [7, 9, 10], and being in contact
with others [25, 8, 14]. Two studies [7, 12] found that friendships formed
with other stroke survivors could help a person adjust to the loss-of pre

stroke social contacts.

Finally, several studies found that group membership facilitated adjustment
to post stroke liftOHHWLQJ RWKHU VWURNH VXUYLYRUV FRXOG
stroke experience and facilitate successful coping [1], could help a person

FRQVWUXFW D SRVLWLYH SRVW VWURNH LGHQWLW\ >
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VXFFHVVIXOO\Y ZLWK D SHKservddEhatwiaen asKed whay X GLH V
advice they would give, many participants emphasised the importance of

meeting others with aphasia [7, 14].

2.5.5.2 Negative experiences of group membership

For some, entering a stroke group could be a difficult or painfalegs

some did not want to identify with others who had a stroke [13, 14]; could
find it depressing comparing their recovery with others [14]; young stroke
survivors could be put off by a room full of older people [13, 14]. Study

[13] described participastattending day centres, where they were
pPXQZLOOLQJ PHPEHUVY 7KLV ZDV LQ SDUW EHFDXVH W
inappropriate (for example, craft activities more suited to young children);

in part because of stigmatising attitudes of staff and volunfEees.

experience of group attendance for those with severe aphasia, as described
in study [13] did not appear to be positive. Study [14] observed that some

SHRSOH pVLPSO\ GR QRW OLNH EHLQJ LQ D JURXSY >S

A further theme reported in studies waso€ess. Study [5] found that lack

of access to suitable transport prevented some participants from attending
groups. Once at the group, access to participation could be compromised for
those with severe aphasia: study [13] found that many of the act{fdres
examplepaper and pen games) at day centres and voldetgroups

excluded people with severe communication difficulties.
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2.5.6 Functional support
The functions of support received by stroke participants can be categorised

as:tangible;emotioral; andsocial companionship.

Tangible support [1, 3, 4, 5, 6, 10, 14]

Most participants appeared to be able to mobiésgible support post

stroke [3, 5], especially ithe acute stages. A variety afgible support

was described in the studiescluding: medical (for example, accessing
medical care; picking up medicine; helping with homework activities); help
with ADL and IADL (for example, cooking, shopping, banking); and help

to get outside the house (for example, walking outside, giviny lifts

Emotional support [1, 3, 5, 6, 7, 10, 11, 14]

Again, most participants appeared to be able to molgts®ional support

post stroke. Types @motional support found to be helpful were:

encouragement [1, 6], and others believing in them [11]; makangdison

feel valued and loved [3, 6, 7, 14] and competent [10]; providing

UHDVVXUDQFH > @ DQG DFFHSWDQFH > @ DQG WKH L

that they would always be there for the stroke survivor [6,11].

Social companionship [1, 6, 7, 9, 10, 14

The importance of this type of support post stroke was emphasised in many
studies [1, 6, 7, 9, 10, 14]. Participants spoke of the value of laughter and
having fun [1, 6, 9], being distracted from ruminating on their difficulties

> @ JMPDNLQJ DithiferiiGam friend[6, 7] through doing

activities together.
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Informational support

No study reported on the provisioniaformational support by friends and
family. This may reflect this type of support was less probed in interviews,
or was less Maed by participants. Alternatively, it may be that it is more

often provided by professionals than family or friends.

2.5.7 Social support, adjustment and successfully living with stroke

and aphasia
Three VW XGLHYV ORRNHG DW |DBFAROfbNDRAMIREdY WR PFRSLQJS
ZKDW IDFWRUV FRQWULEXWH WR pVXFFHVVIXOO\ OLYLC
and successful adjustment and acceptance were key themes in three studies
[1, 3, 14]. All these studies identified that meaningful relationships were key
to VXFFHVVIXOO\ OLYLQJ DGMXVWLQJ DQG pFRSLQJY ZL

aspects of social support found to be most valuable are as follows:

x

Feeling valued and loved

X Encouragement

x Constancy/ knowing someone is there

X Acceptance and understanding

X Receivingneeded tangible care in a way that fosters independence

X Social companionship including humour, distraction, spending
positive time with family and friends

X Being able to make a contribution/ maintain roles

X Meeting other stroke survivors
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2.6 Synthesis of results: quantitative studies

2.6.1 What happens to social support and social network following a
stroke?
Table 2.3 summarises descriptive statistics relating to social support and
social network. There were 21 reports relating to 19 studies that explore

this area. In total, 1737 stroke participants took part in these studies.
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Table 2.3 Sociaupport and scial network after a stroke: descriptivestatistics

Table 2.3; p1/2 Studies reporting on PWA only Stroke studies includingp WA
E 0 o~ = - — - o .
< g g8 ES&‘ 05‘8% ozsN% 2 3 £ K3 £ @ S 2. Q8 8| %
S o |g2d = o =5 o neo |[€d e o e o &= XEQ oo
Suw |2Z S o I 59 oo |6 70 7.0 T 5o 8BE® |[£€&
nox |[OT T T=z9 x=d (5w <T <wT mgd ocnd |¢vd
Study details Australia UK UK USA USA Sweden Sweden Canada Australia S
Number of stroke patrticipants 30 83 83 18 40 80 80 129 60 86
Social support/network measure used (where applical BOCACT | MOS SSS MOS SSS Friendship Scalg FAD
SNCI
Functional social support
Good/ high 717 9 9
Stable over time 5/5
Satisfied 2/3
Social Network
Size
Reduced post stroke 1/1 9
Less than controls 1/1 9
Family: overall
Family functioning deteriorated sinstroke 2/2 9
9 Z Ce(pv S]}v o[ (u]Jo] ¢ %o}e3 33-58% 58.3%
Availability of close, attachment relationship 2/2
Children
Frequency of contact stable 212 9 9 9
% see children at least x1/wk 78-87% 78% 87%
Contact comparable to controls 1/1 9 9
Other relatives
Frequency of contact reduced post stroke 2/2 25% less; 42% san 9* 9*
Contact less than controls 1/1 9*
Friends and other social contacts
Number reduced since stroke 2/2 9*
Number less than controls 212 9 9* 9*
Frequency of contact reduced since stroke 3/3 9 9* 9* 9*
% see friends at least x1/wk 28-40% 28% (at 2&3 yrs) 39.8%
% no contact/ no friends 30%no friends 46% no contac
Social activities/ groups
Number reduced since stroke 4/4 9 9 9
Number less than controls 171 9
Dissatisfied with social contacts/activities compareq  2/2 9 9
controls

* Friends anctlose relatives analysed and reported together
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Stroke studies including PWA

Stroke studies excluding PWA

Table 2.3; con p2/2t see page 1 above for
summary of results

Kinget al.

Perry &
MacLaren
(2004)°

Sharpeet

al.

(1994)%

eohet al
2009)°

~

al. (2000}

Tsouna
Hadjiset

[

White et
(2007

Chauet al
(2010)*®

Knapp &
Hewison

(1998)%*
Labiet al
(1980f

Lamet al
(20107%*

Spencer &
Tompkins
(19957%

USA

9| (2002°

C

[
~

Australia

®
=
[
[
Q
@

Australia

China

w|C
~
C
N
>

China

[EnY
(<2}
N

Study details
Number of participants

[(e}
~

o|C

0

135

50

90

1

o
=

210

U)U'I
313
]

Sociakupport/network measure used

'r|
>
o

ISEL

MOS SSS

Family & Social
Support Scale

MSPSS

SSQ6 ISSI

Functional social support

©

9

9

Good/ high
Stable over time

9

9 (stable across 3
cohorts)

Satisfied

B8RQO\ uD
VDWLVIL

Social Network

Size

Reduced post stroke

Less than controls

Family: overall
Family functioning deteriorated since stroke

9 Z Ce(uv 81}V o] (sudke] * %o}<3

33%

Availability of close, attachment relationship

Children

Frequency of contact stable

% see children at least x1/wk

Contact comparable to controls

Other relatives

Frequency of contact reduces

Contact less than controls

Friends and other social contacts

Number reduced since stroke

Number less than controls

Frequency of contact reduces
% sedriends at least x1/wk

% no contact/ no friends

Social activities/ groups

Number reduced since stroke

Number less than controls

Dissatisfied with social contacts/activities

compared to controls
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Functional social support after a stroke was rated asigot/d studies'> **
17.79.173196 207 1t was also found to be stable across tim&%rstudies® *”
79.196.207 (from 1 month to 2 years), although no studsiided a premorbid

measure of perceived social support. In terms of satisfaction with perceived

support, 2/3 studies reported participants were sattéff&t In the study

WKDW IRXQG SDUWLFLSDQWY RQ DYHUDJH pRQO\ D OLV
network was unusually impoverishézh average 1.14 in total), suggesting

a particularly isolated populatié#f. No study compared levels of perceived

social support with controls. In summary, stroke participants generally felt

themselves to be well supported, and this did not change over time.

Studies measured a variety of elements that comprise a social network. Only
two aspects of the social network (reduced contact with friends; reduced
number of social activities) were measured by four reports (relating to three
studies); the remainder dfd items were assessed by three or fewer studies.

Nonetheless, the studies were unanimous in their findings.

Turning first to the family unit, in terms of children, frequency of contact

was stable following a stroke (2123”3 and comparable to controls (%1)

The availability of a close attachment person also appeared to be stable

(2/2)84187 Despite this apparent stability, the two studies reporting on

family functioning both found that it deteriorated post stroke. The

SURSRUWLRQ RI VWURNH SDUWLFLSDQWY OLYLQJ LQ p

found to be between 339%58%°°.

Contact with relatives was analysed together with friends in 2/3 studies.

Where analysed with friends, it was found to have reduced&/ahd be
118



less than controls (1/A)The only study to analyse contact with relatives
separately found that it was less stable than contact with children: 42% saw
relatives the same as before the stroke, 25% less and 33% tribines

compared to 71% who saw thehildren the same amount.

Non-kin contacts appeared to be more affected than family by having a
stroke. Studies found that people had fewer friends and acquaintancgs (2/2)
184 and werer less frequent contact with them (373§ " than before the
stroke. They also had fewer friends than controls {2/2) One study

(exploring more severe strokes) found that 46% of stroke participants had
no contact with friends at all after the strReSimilarly, studies found
involvement in social activities was reduced (/492 and that people

were involved in fewer social activities than controls Cl/$ptisfaction

with friends and social activities was less than for age matched controls (2/2

studies, both examining those with aphasia 6rii{})

Given thereduction in the number of friends, it was unsurprising to find that
the only study which analysed size of network prior to the stroke and post
stroke concluded that the size of network was significantly srhaller

Further, the only study to compare the network size to age matched controls

found that stroke participants had significantly smaller networks, which

FRQFHQWUDWHG RQ WKH pLQQHU FRUHY SUHGRPLQDQ

WKDQ WKH pRiowikadtlyFfiebdd §nd other social contdcts)

Both these studies focused exclusively on those with aphasia.

In summary, stroke participants appear to peecthemselves to be well

supported following a stroke, and this is stable over time. Further, contact

ZLWK WKH PRVW LPPHGLDWH IDPLO\ FKLOGUHQ
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stable. However, family dynamics appear to be adversely affected by the
stroke. Firthermore, contact with friends and involvement in social

activities is significantly reduced.

2.6.2 Relationship between social support and other variables
Social network was the dependent variable in only one study, and even then,
it was a very spedtf element: hours spent out of the house. Functional
social support was not the dependent variable in any study. Therefore, this
analysis is only able to assess studies exploring social support as an
independent variable, associated with a variety of otheables, in either

univariate or multivariate analyses.

2.6.2.1 Health-related Quality of life (HRQL) (Table 2.4)
The relationship between perceived social support and HRQL was not

straightforward, comprising both positive and negative results.

Turning first to the acute stage, the only study examining the relationship
between HRQL and functional social supportvad weeks found no
significant relationshiff. However, the same study found a significant
association ahreemonths. The only study measuring the relationshgixat

months also found a positive relationsfiip

The picture for bronic stroke survivors is mixed, and may be dependent on
the choice of social support measure. The three studies that look at
perceivedavailability of support (using the MOS SSS)receiptof support
(using the ISSB) found weak results in the chroniaseh Thus Teoét al.”®

| 202

found no significant relationship; Huaegal“"“reported a negativeesult

for threeof thefour support subscales; and Hilatial}"*also reported a
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nonsignificant result for overall social support, although subsequent
report on the same study (Hilari & Northgd®006*"*found that two
subscales were significantly associated, albeit weakly (r = .24, r = .26). In
contrast, studies looking aatisfactionwith or quality of perceived social
support found strong correlations: Mackeneieal. (2002)*, King*?, Kim et
al.?°® The negative finding of Teokt al”® may also reflect their sample and
methodology (68% male; 15% response rate to postal questigniféiee

one study using an unvalidated scale with no information atloai

support was being measured found only an association with a HRQL
subdomain rather than overall HR8E. This study also provided no

information as to what time post onset the data was collected.

Only one stud} looked at whether baseline perceived social support
(satisfaction wittemotional andangible support) could prexdifuture
HRQL (at three months), and found it to be a significant predictor. They did

not find the baseline number of social contacts to be predictive, however.

In terms of the concurrent association between number of social contacts/
size of network antiRQL, the picture is again mixed. Hilari & Northcoft
found it significant only for women (p<.05); Mackengeieal ** found it
significant at three months (univariate only: it drops out of multivariate
analysis) but not at two weeks post stroke; Cretcal **° found it

significantly associated with only some HRQL domains (change in health;

environmental mastery); Kirat al?®*found it not significant.

Only one stud¥/®looked at frequency of contact, and found that those who
saw their cHdren and relatives the same amount as before the stroke had

higher HRQL than those who saw them either more or less.
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Finally, one study assessed the relationship of perceived social support and
loneliness (single items only) with subjective wedling, ad found both to

be significant predictoté”.

In summary, the relationship between functional social support and HRQL
is more evidenthree to sixnonths post stroke. In the chronic phase, quality
and satisfaction with perceived social support wese@ated with HRQL,;
whereas the evidence that availability or receipt of social support was
associated with HRQL was weak. In addition, there is limited evidence that

some aspects of social network may be related to HRQL.
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Table 2.4 Rlationship betweenhealth-related quality of life (HRQL) andocial support/network after a stroke

<0 |%2 Sa Be o =8 o, |8, g e T2 g o B
s uw O —~ D S~ o3 O I~ |8 — F g2 D= S =~ DO~ - O [} H~ | =
Sx |28 £8 [5€8 28|23 23358 |€3 S 3 °8 |3=81(23
Su |28 85 850 co|=o 58999 O S S E o 8 O >
no |oY TS Tzd 2o a=998 (0 T ) Sgd|i=d
Study details Australia UK UK USA | Nigeria UK |Australia| Turkey Taiwan Canada | China | Norway
Study design X-sSec X-sec X-sec X-sec| X-sec x-sec | Cohort X-sec X-sec X-sec Cohort | x-sec
Chronic (>6mths) or acute chronic chronic chronic chronii >1mth | 6mths | chronic | >3mths chronic chronic |2d-3mths| Any
C
Number of stroke participants 30 83 83 86 100 206 135 70 102 50 215 1417
HRQL measure used SF36; SAQOL- SAQOL-39 QLI HRQOLISP QLI |SIS;SF | SF36 QLI QLI SIP
Dartmouth 39 ; SF-36 12;
COOP charts AQOL
Social support/network measur SOCACT; MOS SS¢§ MOS SSS SSE MOS MOS SSY PFS ISSB SSIPAD | SSQ6
Convoy mode SSS (modified)
Health-Related Quality of Life
SS associated with concurrent | 9/10 Soverall 9 Social 99 9 99 8 9SS from| 9Tangible | 99quality| 99 |99 (DV:
HRQL companionship (ecosocial family 8Emotional 3mths subjective
9Information domain 8Appraisal 82 wks | well-
8Emotional only) 8nformation being)
8rangible
BAffectionate
T1 SS associated with T2 HRQ 1/1 9
Loneliness associated with 1/1 99
subjective weHlbeing
SN associated with concurrent| 3/4 9 9 (social 9 size of network 8uantity | 9 3mths
HRQL DFWLYLV for women only 82 wks
with specific 9same frequency (
domains of contact with childre
HRQL only) and relatives
T1 SN associated with T2 HRQ 0/1 8

9significant; 9 9 significant in multivariate analysis (DV: overall HRQL unless otherwise spedfied)gnificant relationship
*Role functioning; General Healtm Z v P

]lv Z o8zV
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2.6.2.2 Social support and depression (Table 2.5)

A diagnosis of depression is made by using the EX8Mriteria in a

psychiatric assessment. This is the case in 4/20 studies reported here. 15/20
studies relied on validated scales, assessing depressive symptoms or
psychological distress. Ongne study?* used nurse ratings, rather than a

validated scale or psy@iric assessment.

There is strong evidence that functional social support is associated with
depression following a stroke in both the acute and chronic stages (10/11
studies). For those that reported individual subscalegn2d8onal support
to be sgnificantly associatéd 2°°, and 1/3 found no significant
associatiotf*; 2/2 foundinformational support to be correlat&#°* and

0/3 tangible support to be significantly associatetf? 2%,

There was also evidence that some elements of the social network were
associated with depression. These were: family functioning (1/1, chfbnic)
availability of close confiding relationships (2/2, acfiteand chronit®);

and social activities (212" %%%. Generally, satisfaction with sat network
was also found to be associated with depression (two studies found a
significant associatidft ?°’; one study reported nesignificant results§*.

The one study®to use a validated social network scale assessing overall
network functioning found only a weak significant association,24

(assessed-12 months post stroke).

The relationship between depression and contact with the wider network
(friends, relatives, community contacts) was mixed. Friedland and McColl
(1987) "8 reported significant results for both the friends/relatives subscal

and the community subscale (timescalk242months post stroke). Astrogh
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al. (1993Y also found contact with friends and relativessvsignificantly
associated at threeonths,one two, andthreeyears post stroke. Knapp and
Hewison (1998 found that availability of loose network contacts was
associated with depression at one month, but not six months post stroke.
One explanation is that the Knapp and Hewison (1998) study was

underpowered (n = 30); ¢hcorrelation reported at six months was-r26.

Living alone was associated with depression at discharge only’¢1/1)

Finally, social network was not associated with suicidal ideation'{%/1)

In termsof studies looking to see if baseline social factors were associated
with subsequent depression, 2/3 studies found that functional social support
predicted future depression. The two studies finding a positive correlation

exploredsatisfaction/perceivesbcial support? 2%

, Whereas the study
reporting a negative restiivas measuring received social suppBrirther,
(1/1) studies found that praeorbid availability of loose network contacts
and confiding, close relationships were both associated with sidgeq

depression at 6 months; satisfaction, however, wa&not

Only two studies followed a cohort from acute to the lergn (over two

years post soke): Astromet al.(1993f and Kinget al.(2002)°. Both used
multivariate predictive models of depression and assessed a range of
measures including physical functioning. In both studies a variety of factors
were significant predictors at the point of discharge (aphasia and living
aloné€; social support and two coping scafesHowever, by two years the
only significant predictor in both studieseresocial factos. In the Astrom

et al. VWXG\ LW ZDV plHZ VRFLDO FRQWDFWY RXWYVL(
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al. Vv VWXG\ WKH RQO\ WZR VLIJQLILFDQW SUHGLFW

funcWLRQLQJ DQG PEHORQJLQJY VXSSRUW

A final observation is that no aphasia study reported on depression.

In summary, it appears that functional social support and depression are
closely related at all stages post stroke, and that functional social support
measured at around the point of discharge may predict future depression.
Further, there is evidence that some aspects of social network such as taking
part in social activities, the availability of close, confiding relationships, and
contact with the widenetwork (friends, relatives, community contacts) are
associated with depression. Howevarmnberof social contacts does not

appear to be significantly associated.
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Table 2.5 Relationship lie&veen social support/network and depression or depressive symptomafter a stroke

Stroke studies including PWA

Stroke studies excluding

PWA
23 4% 53 |5 [o [E8x | s |5 | s
<0 (99 g T o 50 83 S, 2 = Sg FERCEE
Su |3 = 39 €9 s> |8 29 2= |38S |83 |0 828|535
Nno < < & X N (S - ® T oY ondjund
Study details Sweden Sweden USA USA UK Australia |Australia| Greece |China | USA USA
Study design Cohort Cohort Cohort X-sec X-Sec Cohort | Cohort Cohort X-sec | X-sec Cohort
Time of assessment(s) 4d-3yrs 4d-3yrs dic +2y <2wks 3-5yrs 6-24mths Pd-3mthg  1-6mth 6mths [1-12 mthg 10d-6mth
d/c
Number of stroke participants 80 80 97 103 60 135 125 50 210 75 91
Depression measure used DSM-1I DSM-III -R for CESD Zung; DSM-II-R | CESD HADS Zung GDS | CESD Nurse
Generalised Hamilton rating
Anxiety Disordel
SS/SN measure used FAD; ISEL |[Social Tieg MOS SSS| MSPSS | Family & | SSQ6 | ISEL,
Checklist Social Suppor Lubben SN
Scale scale
Depression
SS associatedlith depression/ 10/11 99at d/c: SS 99 (at 1|9 Emotionall 99 |9 (except
depressive symptoms 9 92yrs: & 3 mths) 8 for those
belonging Compliance severely
92yrs: SS 8rangible disabled)
T1 SS associated with T2 2/3 9 9 belonging 8
depression/ depressive symptom SS
SS distinguishes depressed vsnq  2/2 9
depressed
SN associated with depression/ | 8/10 99 (atd/c) 9 92yrs: family 9 9having 8 9
depressive symptoms living alone functioning close quantity|
99 (3mth 3 9 92yrs: personal
yrs) few social satisfaction with relationship
contacts quantity
T1 SN associated with T2 1/1
depression/ depressive symptom
SN distinguishes depressedna- | 2/2 9 (social
depressed activities)

9significant; 9 9 significant in multivariate analysis (DV: depression/depressive symptding)significant relationship
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Stroke studies excluding PWA

Table 2.5; con p2/2 (see | S0 5 o g & c3 == o 5 e o . .Eg Te
p1/2 above for summary | € Q% 2 5 8 T |28% 35 |58 2 5 S S &%§BY
of results) 223 = 3 .2 |83% E2 |88 5 g g3 5 EZXS
TS I Icd w2 ¥xTd a8 | oY =z n o N g>Dd
Study details Canada Taiwan USA UK China Taiwan Australia China USA Japan
Study design X-sec X-sec Cohort Cohort X-sec X-sec Cohort Cohort Cohort X-sec
Time of assessment(s) 2-24 mths d/c ?2.5yrs Acute +24mths <1mth £+6mth d/c ? 10wk-10yrs 2-14mths 20d-6mth c3mths+ | 2-3yrs
c9mths
Numberof participants 85 102 301 30 50 106 76 112 162 a7
Depression measure use GHQ? 28 CESD Psychiatric HADS GDS GDS DSM-1II CESD CESD |GHQ-60
interview
Social support measure SSISS ISSB (modified) Social Ties ISSI SSQ6 ISSI (partial)
Checklist
Depression
SS associated with 9 9Satisfaction 83S (however, 9 9 Emotional 9 9 9Social 9
depression/ depressive Tangible SS partially 9Information companionship
symptoms mediates associatio 9Affirmation 99 Inforl_'nanon
between AI_DL and grangible 8Emot|_onal
depression) 8Tangible
T1 SS associated with T2 9 (poor T1 SS
depression/ depressive alziogﬁggﬂ‘/r\]’ith
symptoms de%ression)g
SS distinguishes depressed| 9 (Satisfaction;
non-depressed quality)
SN associatedith 8not 91 & 6 mths: attachment 9 9 satisfa| 9return
depression/ depressive associated relationship ction with |to social
symptoms with suicidal Ssatisfaction rein amount of|activities
ideation 91mth: wider network contact
8mth: wider network &
satisfaction network
T1 SN associated with T2 93mths/8mths attachmen
depression/ depressive ss;?ilsft;%?ii?f‘?e|n
symptoms 93&6mths: wider network
8satisfaction network
SN distinguishes depressed 9 (personal;

non-depressed

relative/friends;

community)

8overall quantity

9significant; 9 9 significant in multivariate analysis (DV: depression/depressive symptdins)significant relationship
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2.6.2.3 Social support and physical outcomes (Table 2.6)
Whether there was a positive relationship between aspects of social support
network and physical measures depended on the timescales, and the precise

research questions.

In terms of concurrent associations, functional social supgEshot

correlated with either ADL (four studies found msignificant results'> 2%

206208 gne reported significant associatith nor neurological deficits
(0/1)'%2 The only exception to this finding was a single study (dueiral,
2010¥%?that found angible support to be associated with ADL, but not

emotional,appraisal, oinformation support. Since this studgaswusing the

ISSB, which measures received support, this may reflect the increased need.

Strong social support at the time of the stroke improved functional outcome
in 2/2 studies, and this was particularly the case for more severe strokes, and
particulaty emotional suppoft’'®. Further, both studies found thhe
relationship between social support and recovery did not become evident
until after one month: those with worse support showed decline between
three to six months in comparison with the continued improvement of the
well-supported groups. Both thesedias use ANCOVA to assess the
relationship, controlling for stroke severity. However, neither study reported

effect size.

Colantonioet al.(1993)"” reported that prenorbid social network (using a
validated scale administered to a populatiased sample prior to the
stroke) was strongly associated with functional recovery at six weeks. A

single item from the same study on functional social support did not predict
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functional outcome at six weeks, however. This may reflect the inadequacy

of trying to assess social suppwith a single item.

In terms of the association between concurrent social networks and physical
outcomes, there was some evidence that those more severely disabled by the
stroke spent less time out of the hd#igeand engaged in fewer social

activities'. However, Labgt al. (1980} found that even those who had

made a full recovery still did not regain g&oke levels of activity.

Glymouret al.(2008)*?found that a measure of socialstigas not

associated witstroke severityat 20 days post stroke. None of these studies

used validated scales.

Finally, BodenrAlbala et al.(2005) " found that stroke survivors who had
fewer than three friends were more likely to go on to have an adverse

outcome (defined as recurrent stroke; death; or myocardial infarction).

In summary there is some evidence that stroegksupport and social

network (measured either prior to the stroke, or shortly after the stroke) may
facilitate better recovery, and reduce the likelihood of a future stroke. There
is also some evidence that in the chronic phase, those with more severe
disability may spend less time out of the house, and engage in fewer

activities.
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Table 2.6 Relationship betweesbcial support/network and physical variablegincluding Activities of Daily Livingnd neurological deficity

Stroke studies excluding PWA

PWA only| Stroke studies including PWA
> O = | o — —= oy = ] g =8
k2%, S| T L Sy s 3 |8% |2y = ==z e 8%
suUl8% |(ssut HlEw # % 25 |25 2%|188 |8% te (0388 |5g
Sl 3o 2 8dSsgol2o 2 o £ o S50 ao|EL S = 2R co| 34 )
Sw|oe o d 2 d7o o8 o T o o o 8 & © o 0 9|>= 5 O < 9 S Tl = o =
n oo n<<gosdjod od zd [ onZd|low [T ad =T O N o
Study details UK USA USA USA USA USA Greece USA USA Taiwan USA Aus USA USA
Time of assessment(s) >5mths | 2d-5yrs |Premorbid 1-6mth 1-6mth 2-13 mths 1-6mth 1-12 mths | c. 18d- ?22.5yrs ?chronic 2- [1-12mthd/{ Atd/c
6wks 6mth 14mths|
Number of stroke participants 38 655 87 46 46 a7 50 75 272 102 121 76 89 48
Physical measure used NIHSS | Katz Bl BI Bl Bl NIHSS BI Kenny BI Bl or | Multilevel
Kenny |Assessmen
Instrument
Social supponneasure used SNAP SNI ISSB ISSB Family & SS| ISEL; ISSB ISSB ISSI
scale Lubben SN (partial)| (modified) (partial)
scale
Physical Variables
Activities of Daily Living associatg 1/5 8SS 8 9 Tangible 8 8
with concurrent SS (9 9negative 8Emotional
social 8nformation8A
interactions) ppraisal
Activities of Daily Living associatg 1/2 | Stime out 8
with SN of house*
Neurological deficits associated | 0/1 8
with SS
Neurological deficits associated wiN| 2/3 | 9 time out 8 9social
of house** activities
Adverse outcome (death/ ADL 1/1 9 9In-house
dependent) associated with SN SN
out-of-
house SN
Social factors associated with futur
physical outcomes
Premorbid SNassociated with 2/2 99 99
adverse physical outcomes
SS associated with better physicg 2/2 9 (esp. 9 (esp. sever 9 (esp. sever
recovery trajectories Emotionl SS)|  strokes) strokes)

*mobility considered only; **hemiplegia considered only

9significant; 9 9 significant in multivariate analysis (DV: physical variale(; significant relationship
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2.6.2.4 Other significant factors (Table 2.7)
The relationship between a varietlyother variables and social

support/network was also assessed. These are discussed briefly in turn.

Severity of AphasigéSeverity of aphasia predicted time spent out of the
housé®, social activitie$ and the social functioning domain of -SB™°°,
The only study to look at the relationship between perceived social support

and aphasia severity found no significant associ#tion

Cognition:there was little evidence that concurrent social support was

associated with @nition (two studies found no associafitht®® one study

found significant associatié®). However, one stud¥ (Glymouret al,

2008)*?found that social factorsapticularly emotional suppt predicted

MFRIJIQLWLYH UHFRYHU\Y LQ WKH ILUVW VL[ PRQWKV SR
improved cognition most associated with social support was working

memory.

Fatigue:only one study assessed tfitsand found a significant univariate
association, although social support was not a significant predictor in

multivariate analysis.

Physical activity level1/1 studie§’’ found social support to be a significant

predictor of physical activity level.

Seltesteemonly one stud¥/® explored the relationship between sedteem
and social support in the stroke population. This was a pilot study, and had a
small sample size (20 participants, 20 controls). It icemed univariate

analyses only. Its results should therefore be interpreted cautiously.
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Nonetheless, it found that trait seteem (also referred to as global,
FKDUDFWHULVWLF RU pXQFKDQJLQJYT ZDV QRW DVVRFL
However, performancgelfesteem (one aspect of state, ie changeable, self

esteem) was associated with social support. Other aspects of state self

esteem (appearance and social) were not associated however.

Community integrationboth quality and quantity of social support was
found to be associated with community integratiarFurther, social

support partially mediated the relationship betweevirdy cessation and
community integration: those who could drive and were well supported had
higher levels of integration than those who could not drive (regardless of

social support), and those who could drive but lacked social séPport
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Table 2.7 Relationship between social supportwork and aphasia, cognition, fatigue, seffsteem and communityntegration

PWA only Stroke studies Stroke studies excluding PWA
including PWA
> — © — © — - = = — @
> |5, [, | s./3. |54 |8 .|z, 3% s, s, |E%
W |3 5. |8 35T % 03 > 5 e 5 39 8 o8 T ®
s¥ 8% Eg |f2gfe |2y (BT % (g% g8 28 |£3 |53
Suw |e o 26 |8 596 o 5 ® Lo g o e o > = O S & [ R
n O |0oY ogd [T zYg=d zd < o o o od [l o4 =d N T
Study details UK  JAustralia| UK USA USA Nigeria USA China USA USA |Australia USA
Chronic or acute Chronic |Chronic |Chronic | Chronic |2-13 mths ? 3-6mth On rehab ward c. 18d-6mth | Chronic [2-14mths| Atd/c
Number of stroke participants 38 30 83 53 47 104 95 20 272 90 76 48
SS/SN measure SNAP MOS SS§ MOS SSS MOS SSS| SSIPAD SSQ6 ISSB SPS ISSI
Aphasia
Severity associated with reduce( 2/2 |9 time oul 9 social
SN of house |activities
Severity associated with social | 1/1 9
functioning (SF36 domain)
Severity associated with SS 0/1 8
Cognition
Associated with SS 1/3 8 8 9
Cognitive change predicted by § 1/1 9 9 Emotional
8Tangible
Cognitive change predicted by § 1/1 99
Fatigue
Fatigue associated with SS 1/1 9
Physical activity level
Low level associated with SS 1/1 99
Selfesteem
Selfesteem associated with SS | 1/1 9 (performance state
selfesteem)
8 (trait selfesteem)
Community integration
Community participation associated| 1/1 99
with SS
Community participation associated| 1/1 99
with SN
SS partially mediates impact of drivi|  1/1 9
cessation

9significant; 9 9 significant in multivariate analysistho significant relationship
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2.7 Synthesis of qualitative and quantitative findings

There is a striking degree of congruence between the qualitative and

quantitative findings. Both syntheses¥\d G WKDW WKH IDPLO\ XQLW LV OL
WRIJHWKHUY IROORZLQJ D VWURNH DOEHLW ZLWK LQFUH
MGLVKDUPRQ\YT ZLWKLQ WKH IDPLO\ ZDV PHDVXUHG XVLQ
Device in two studies; the qualitative research was ablepiorexreasons for

the tensions, and how it was perceived.

Both syntheses also documented the trend for people to lose contact with
friends and the wider network post stroke. The quantitative findings
demonstrated that there was a significant reductiomimber of friends and
social activities, and that people were dissatisfied about the level of contact.
The qualitative findings were able to explore some of the barriers and

facilitators to social participation from the perspective of the stroke survivor.

The quantitative synthesis also showed that the perception of feeling supported
appears to remain stable following a stroke. Given that the family were more
stable network members than friends/the wider network, a possible explanation
is that it is the farnhy who were the main providers of emotional and practical
support. Who provided what support was not analysed in any of the quantitative
studies, and was not the focus of any of the qualitative studies. Four of the
gualitative studies, however, suggedteat the main provider of emotional,

practical and social companionship support was indeed the spouse. Thus it
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would appear that despite the marital strains, the level of support provided by

the spouse was fairly constant.

One area of divergence between the syntheses lies with how variables were
conceptualised. The qualitative studies focused on concepts such as successful
living, coping, acceptance and adjustment. The quantitative studies measured
variables such as depressiand HRQL. Functional social support was found to
be strongly correlatedith depression and to a lesser extent HRQL. Successful
living/ coping / adjustment was considered to be facilitated by eight social
support factors (see 2.5.7), and six of thesddclargely be conceptualised in
terms of functional social support, in particukemotional support (feeling

valued and loved, encouragement, constancy, acceptance and understanding)
andsocial companionship (humour, distraction, spending positive tirtle
IDPLO\ DQG IULHQGV 7KH HIWHQW WR ZKLFK pVXFFHVVI
related concept to HRQL or psychological wedling is clearly debateable.

Still, the findings clearly do not contradict one another, and arguably there is a

form of weak trangulation here.

$ PRUH GLUHFW pyWUDQVODWLRQY PD\ UHODWH WR WKH I
associated with reduced social activities and few contacts with friends and

relatives. The qualitative findings also document the distress that could be

caused though losing friends and activities. Further, there is the suggestion that

depression (and the sense of withdrawal and social avoidance) was sometimes

seen as part of the reason for lost contact with friends. One interpretation of this

might be that a potéially vicious cycle could be set up: depression leading to
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social avoidance, which in turn could lead to feeling isolated and so more
depressed. This is not explicitly described or tested in any of the 68 studies,

however.

A rationale for including qudhtive studiess thattheymight be able to explain

significant associations found in quantitative studfe©ne such association is

that Emotional support facilitated more complete physical recovery. Tangible

VXSSRUW ZDV HLWKHU IRXQG QRW WR EH DVVRFLDWHG Z
tangible support was found to be less liiersd than moderate levels of

tangible support. The findings of the qualitative synthesis help to explain this

pattern. Tangible support was only found to be facilitative to recovery when it

was provided in such a way as it fostered independence. Where the stroke

VXUYLYRU IHOW WKDW WKHLU VSRXVH IDPLO\ PHPEHU Z|
SURWHFWLYHY WKLV LPSDFWHG QHJDWLYHO\ RQ IHHOLQ
support, in the form of making the stroke survivor feel valued/ loved,

encouraged, and understoodsaperceived as facilitating recoveltyis

intriguing that one stud§?found a similar pattern in relation to cognitive

recovery. These findings underline the importance of Emotional support in

recovering from a stroke.

2.8 The question of apha sia

There appeared to be a divide in the literature. On the one hand, there were

aphasia studies, which did not recruit stroke survivors without aphasia. On the
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other hand, there were stroke studies which either exclelgole with aphasia
(PWA) or only inadequately included them. Thus it is difficult to make direct

comparison between those with and without aphasia.

Turning first to the quantitative literature, the five aphasia studies make clear

how people were facilitated, and excluded generally onlgghdth severe

receptive aphasia, as measured by a specified and validated scale. These studies
also demonstrated that it is possible for even those with modenadee

aphasia to be included in lengthy intervibased assessments, provided that

their reponses are suitably facilitated.

Of the remaining studies (n = 43), 20 excluded all those with aphasia, and five
do not mention aphasia. Of the 18 stroke studies that included pdtple w
aphasia seven used proxies. However, there are concerns thatgsoyses

are not commensurable with sedfport, particularly for less observable, more
subjective constructs. Proxies tend to score PWA as more severely affected
than the PWA scores themself/8¢*. A furthereightstudiesexcluded those
ZLWK pVHYHUHY DSKDYV ketal. 'tacsesser sevdtinRighese . L Q J
eight studies, none describe what measures they took to facilitate people with
aphasia. FinallyBelangeret al.do not specify what approach they té8kand

for the remaining study, Colantorgét al’®, social network information was
collected premorbidly. To summarise, in the stroke studies PWA are at best
underrepresented (only mild aphasia, with no indication as to how facilitated)

or proxies usedand at worst excluded altogether.
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The qualitative studies also are divided in terms of inclusion of PWA. Again,
there are aphasia studies that have not recruited stroke survivors without
aphasia (n = 8); and stroke studies that either do not make cletiravpeople
with aphasia were included (n = 2), or give no indication as to how they were
facilitated (n = 3). Only one of the general stroke studies reports briefly on the
impact of aphasia, and then only in the acute $thgAgain, this makes it

difficult to make direct comparisons between those with and without aphasia.

An alternative way to assess the impact of aphasia on social support is to look
at measures of severity of aphasia. There is evidence that those with severe
aphasia spend less timet®f the housé>, and take part in fewer social
activities®®. Severity of aphasia was not associated witbgieed social

support, howevéf®

Finally, it is possible to examine whether similar trends are found in the stroke
studies and aphasia studies. Turning first to the quantitative synthesis, patterns
reported in the aphasia papers appear to be similar to those found in the stroke
studies: elatively high levels of perceived social support, stable contact with
children, but a reduction in the number of friends and social activities. No
aphasia study explored the relationship between social support and depression,
nor the impact of social supg on physical or cognitive recovery. In terms of
HRQL and mobility, aphasia study findings were not dissimilar to the general

stroke population.

In terms of the qualitative literature, again, many of the same themes emerge in

both the stroke studies atite aphasia studies. However, there were some
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findings that appeared to be specific to those with aphasia. These were: the

attitude of friends and those in the community, in particular the sense of stigma

that appeared to be attached to having aphasth; hKkDQJHV WR WKH pVXEVWD(
relationships brought about by changed communication patterns; feeling

isolated and excluded even when surrounded by others; the increased role of the

spouse in facilitating successful communication and participation; asibbo

the role of aphasia groups and aphasia friends.

2.9 Gaps in the literature

There were a number of gaps identified through this literature review. These are

addressed in turn.

Firstly, no study has facilitated the inclusion of people with modemtere
aphasia in a general stroke study exploring social support. Including PWA
would allow direct comparisons to be made, and explore the possibility that
those with aphasia may be more adversely affected on measures of social

network and support thahdse without.

Secondly, although perceived social support has been found to be stable over
time, no study has assessedim@bid levels of perceived social support, nor

confirmed that this trend is true for people with aphasia.

This review has shown theportance of social support in recovering from a

stroke, and yet it is not known what factors predict who will feel well supported
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or who will have a strong network post stroke. Although two studies have
examined predictors of related concepts (socidiumygsior?*? participatiort®*),

and one study has explored predictors of social support in a mixed population
(stroke and spinal cord injufy}), no study has explored predictors of perceived
social support or social network, as measured by a validated scale, in the stroke

population.

In terms of friendshipst is well-demonstrated that people lose contact with
friends following a stroke. However, it has not yet been explored what factors
might protect prestroke friendships. Further, although the causes of reduced
participation have been examined in a nundfestudies, it is not clear how

these relate to friendships specifically.

Furthermore, both the quantitative and qualitative literature have tended to

analyse contact with relatives and friends togétfier™ 1"® et the literature

on the general eldy population suggests that relatives and friends occupy

GLITHUHQW UROHV ZLWKLQ D SHUVRQYYVY VRFLDO QHWZRU

supporf®.

In relation to relatives, there are contradictory patterns reported in both the
qualitative and quantitative literature, with some pagoéints reported to see
relatives more than before the stroke, and some less. Yet reasons for these

patterns, and how they are perceived, have not yet been studied.
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Contact with children is reported to be stable. However, no study has explored
WKH uP teDgls@hllffy, or how contact and receipt of support from

children is perceived by the stroke survivor.

In addition, it has been little explored which members of the social network
provide which functions of support, and how this is perceived bgttbke

survivor.

Finally, social network typologies have been used in the general elderly
population, and found to be a useful way of conceptualising social network

patterns and change. Yet no stroke study has yet developed a social network

typology.

2.9 Research questions for current thesis

The research questions for this thesis stem directly from the gaps identified

through the literature review. They are listed below:

RQ1: Do premorbid levels of perceived social support change over time

following a stoke?

54 'RHV D SHhvrBidxHaialdenrbrk change over the time

following a stroke?

RQ3: Are stroke survivors with aphasia different from those without aphasia on
measures of social support and social network?
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RQ4: What concurrent factopsedict perceived social support six months post

stroke?

RQ5: What baseline factors predict perceived social support six months post

stroke?

RQG6: What concurrent factors predict social network six months post stroke?

RQ7: What baseline factors predict dc¢ietwork six months post stroke?

RQ8: What happens to friendships following a stroke?

RQ9: What happens to family relationships following a stroke?

RQ10: What are the reasons why a person shifts from one social network type

to another following a stroke?

RQ11: Which network members provide what functional support following a

stroke?

2.10  Summary and conclusion
This chapter has documented the different stages involved in carrying out a
systematic review of both the quantitative and qualitative litexaiarsocial
support after a stroke. The conduct and reporting were based on PRISMA

guidelines. 54 quantitative reports (based on 48 studies) and 14 qualitative
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reports (based on 13 studies) matched the eligibility criteria. Use of the CASP
critical appraial tools suggested that the qualitative studies were on the whole
well carried out, although there were concerns that the most isolated may be
under represented. The quality of the quantitative studies was variable: only
27/54 were considered to reportable results. Further, as predicted, choice of
measures reflected a variety of ways of conceptualising functional social
support and social network, making comparison more difficult. The majority of
studies did not report the individual subscales of foned support, making it

hard to determine their relative important@ €xamplegemotional versus
tangiblesuppor}. Of more concern, there was an overreliance orvatidated
scales to measure social support/network, and in many instances, single items

were used. These limitations limit the strength of the findings.

As discussed in section 2.7, the qualitatind guantitative studies found
similar patterns. Further, the findings were shown to complement and explain
each other, which would seem to justify the decision to include both data

sources in this review.

The main findings can be summarised as follows. adpects of social support/
network which remained stable following a stroke were: functional support (for
example, perceiving that there is someone who canegiational ortangible
support); and contact with family (for example, contact with childreraneed
stable). The aspects of social support/ network which changed were: family
functioning (a sense that the stroke was a cause of disharmony and strain within

the family unit); and contact with friends and the wider network, including

144



participating insocial activities. Isolation was reported to be a significant

concern post stroke.

Functional social support was strongly associated with depression/depressive
symptoms at all stages post stroke, as were aspects of the social network
particularly in the ctonic phase (social activities; availability of close

confiding relationships; contact with friends, relatives, and those in the

community). Number of contacts did not appear to be associated, however.

HRQL was associated with functional social suppbtheee and six months. In
the chronic phase, HRQL was most strongly associated quality or satisfaction,
rather than with perceived availability or receipt of functional support. The
evidence for social network factors being associated with HRQL was more

mixed.

In terms of physical disability post stroke, there was some evidence that in the
chronic phase, those with more severe disabilities as a result of the stroke
engaged in fewer activities, and spent less time out of the house. In terms of
physical reovery and psychological adjustment, emotional support was found

to play an important role.

The review ended with an analysis of gaps identified through this literature

review, which led to specific research questions, forming the basis of this PhD.
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Chapter Three. Methodology

This chapter will outline how the design of the project matches the research
questions outlined at the end of Chapter Two. It will then give information
about how participants were recruited, the procedure for collecting data,

measues used, and how people with aphasia were included.

3.1 Design

The research questions for this thesis are diverse and in order to address all of

them a mixed methodology was employed, incorporating a longitudinal design.

In order to assess whether thes&s any change in praorbid levels of support
and social network, it was necessary to interview participants shortly after their
stroke whilein hospital, sdahey could still remember their petroke life

clearly. To then track whether support changedraume, a longitudinal design
was necessaryn this project participants were interviewklee and six
monthspost strokeduring which time the majority would be discharged home
the time around discharge is reported as a challenging pertéd Through

again interviewing at around one year post stroke it was anticipated that a
person would have begun the adjustment of living with a stroke into the longer
term. The only study to track social factors annually over three years found

little change pst one yedf°

A further aim was to examine predictors of social support and network. For
this, validated measures of both the dependent variables (support and network)

and potential independent variables needed to be assessed on a sufficiently
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large population. Furthesjnce a particular aim of the project was to compare
the experience of those with and without aphasia, it was necessary to recruit
from the general stroke population, but ensure measures were taken to make the

project accessible to those with languagéadlifties.

In order to explore the impact of stroke on both the family and friends,

qualitative data was collected in addition to quantitative data. Qualitative data

FDQ SURYLGH LQVLJKW LQWR WKH pOLYHG H[SHULHQFHY
insight into how change is perceived by the individtfalt was also anticipated

that it might help to interpret trends found in the quantitative'@fatawould

also facilitate the creation of a social network typology.
From these considerations, a tatage design was developed

Stage One of the projeaias a repeated measures cohort stadg,interviews

took place at two weeks (baseline), three months and six mantime (veek)

post stroke. Stage Of@rmed part of a wider research project, evaluating the
psychometric propgies of the Stroke and Aphasia Quality of Life Scale in the
general stroke population (SAQEE9gY*. Although Stage One was designed

by the principal investigator of the SAQER9 project, the research questions
addressed here did not form part of this larger project. Thus various aspects of
the design were decided by the PhD candidate (for example, choice of social

support measures, decision to measurenebid social factors).

Stage Two of the projeetas not jart of the larger project and it was designed

by the PhD candidate. ¢bnsisted of qualitative interviews with a subset of
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participants who were selected from the overall sample using purposive

sampling. These took place between eight and 15 monthstps. s

3.2 Participants

People were eligible to be included in Stage One of the study if they met the

following requirements:

o Over 18 years old

o Admitted to hospital following first ever stroke

o Stayed in hospital for at least three days as a result sfribiee

Potential participants were excluded for the following reasons:

o Did not liveat home prior to the stroke

o Known history of mental health problems or cognitive decline before

the stroke

o Other severe or potentially terminal-omorbidity

0 Unable or too owell to give informed consent

o Did not spealenglish pror to the strokgan assessment was made by
the interviewer in consultation with the potential participant, their

family, and medical staff

Participants for Stage Two were selected using purposmplsey: criteria

used are outlined in section 3.6 below.
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3.3 Procedure

The procedure for the project is described in detail in the following two

sections. Figure 3.1 below provides an overview of the stages involved.

3.3.1 Stage One repeated measures co hort study
The study was approved by the relevant National Health Service (NHS) Local
Research Ethics Committegse Appendixd@wo). Potential participants were
initially approached by a member of the hospital staff, with brief details about
the project, in order to gain consent for the researcher to discuss the project
with them and access their medical notes. On receiving this rtisent
form, the researcher would examine the&dical records to confirm they met
the eligibility criteria for the project. The researctieen wenthroughan
information sheet with the participant (see Appenidixeg, explaining what
the project inelved and what the aims were. Any queries were discussed, and
written information left with the participant. At least 24 hours were allowed
between this initial contact and first interview in order to give the participant
time to reflect and discuss theopect with their families. For those who agreed

to take part, they were asked for written consent.

Participants were interviewed initially in the hospital. Prior to commencing the
first interview, the National Institute of Health Stroke Scale (NIHSS)as

calculated from hospital medical notes, and the Barthel fitems scored via
discussion with nursing staff (asking an informed nurse has been shown to be as
reliable as testing, and is quickef) At the three month and six month

interviews the researcher carried out both thesesssents.
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At the start of théwo week paseling interview, the Frenchay Aphasia
Screening Teét®* ZDV DGPLQLVWHUHG 7KRVH ZKR VFRUHG -
domains were able to sedbmplete the Stroke and Aphasia Quality of Life

Scale (SAQOL39Y%2% \Where people scored lower than 7/15, indicating

severe receptive aphasia, they were asked to nominate a proxy to complete the
guestionnaires on their behalf. Proxy responses are not analysed in this project.

Ability to complete the SAQOI39 was considered relevant since the research

team (consisting ofained SLTs) considered the linguistic load of the other

measures to be comparable to the SACBIL

Those who had adequate comprehension skills then completed a number of
measures in interview format, in the same order. The interview comprised: a
case hitory, the SAQOL39; the General Health Questionnali2

(psychological distress scal#) the Stroke Social Network Scété the

Medical Outcomes Study Social Support Suffegnd the Frenchaydiivities
Index (extended ADL measuféj The two social support measures and the
extended ADL measure asked participants to consider the montlofsjopttie

stroke during the baseline interview.

At three months and six months, interviews took place at a location chosen by

WKH SDUWLFLSDQW XVXDOO\ WKH SDUWLFLSDQWTTV KRP
as a cafe, or in hospital or rehabilitation setting. With one participant where

there were saty concerns, the researcher requested the interview take place in

a public space (at three months a café, and at six months, a station). Where

appropriate, permission was also gained from medical staff in rehabilitation
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settings for the researcher to comend carry out the interview on their

premises.

Participants were recruited from two sites: two acute stroke units based in
London teaching hospitals. Recruitment took place over 15 months in the first
hospital (Site One), and six months in the secargpital (Site Two)Three
researchersarried out the survey questionnaire interviealsthree were

trained speech and language therapists. At Site One the principal investigator
and PhD candidate carried out the interviews. Participants recruitedlthroug
Site Two were interviewed by the third researcher, who was mentored by the
PhD candidate to ensure consistency of approggproximately75% of the

interviewswere conductetly the PhD candidate.

3.3.2 Stage Two: qualitative interviews
At the six mortth interview participants recruited Bite Onewere asked if they
consented to being contacted again byRhB candidatéor a final follow up
interview. The different nature of the interview was explained. Nearer the time,
they were then sent a letteqpdaining about the format and aims of the
qualitative project, before tHehD candidat@honed or emailed them (as
agreed with them before hand). Participants again gave written, informed

consent prior to the intervie(@ee Appendiour).

Interviews t@k place between eight and 15 months post stidkaterviews
were audio tapeecorded, with the permission of the interviewee. Reassurances
about confidentiality and what would happen to the recording were given.

Interviews took on average 65 minutegnging from 38 minutes to two hours

151



and six minutes). Although participants were given the option of completing the
interview over two sessions, all participants elected to conduct the interview in
one sitting. Interviews took place at a venue chosehdyparticipant, usually

their own home.

Field notes were made shortly after each interview, allowia¢p reflect on

how the interview had gone, for example, how topics were presented, and make
a note of anything that would not be on the atdjme, suclas the mood of the
participant prior to commencing the interview. All qualitative interviews were

carried out by the current author.
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Figure 3.1 Time line of assessments

Two weeks post stroke (x one week)

Potential participants identifiemhdgiven irformation on the project.

Assessments carried out for those who consented to take part:

NIH Stroke Scale (from medical records); Barthel Index (from nursing staff)

Face to face assessments:
FrenchayAphasia Screening Test*; General Health Questionsidir&troke

Social Network ScaleylOS Social Support Survey; Frenchay Activities Index

*participants scoring less than 7/15 on receptive domains of FAST took part in proxy stream

project, andheir results arenot reported here

|

Three months post stroke (+ oneveek)

Face to face assessments:

NIH Stroke Scale; Barthel Index; Frenchay Aphasia Screening Test; General
Health Questionnair&2; Stroke Social Network Scal®OS Social Support

Survey; Frenchay Activities Index

|

Six months post stroke (£ one week)
Assessment protocol as for three months

|

12 months post stroke (x 4 months)

Subset of participants purposively selected fedeépth interviews
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3.4 Stage One: Measures

The following section describes in more detail the different scales and measures
that participants completed in this project. For all the measures used in the

project, copies of their scoring forms are presented in Appénaex

3.4.1. Perceived social support: MOS Social Support Survey
SBDUWLFLSDQWVY SHUFHSWLRQ RI IXQFWLRQDO VXSSRUW
Outcomes Studies (MOS) Social Support Survey (§SBis scale includes

19 functional support items hypothesised to cdiwerdimensions:

o Emotional support: feeling there is someone to confide in, someone to

share your private thoughts and fears with
o Informational support: someone to give advice, information
o Tangible support: practical support, such as behavioural asgistanc

o Social companionship: the availability of other people to do fun things

with

o Affectionate support: someone who will show you love and affection

The response format is gpint scale with the participant rating the support
LWHP DV DYDLODEORHHSQR QMRRUDMDKCHRIT WKH WLPHY 7K
not ask who provides the support. It was tested on a group of chronically ill

ambulant outpatients (n = 2,987), and the items are designed to be short, simple,
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and easy to understand. The scale has prshjidoeen used with those who

have chronic aphasia following a stroke?,

The scale has good psychometric propsrtexcellent internal consistency (for

the overall scale = 0.97; subdomains range fronx 0.91 to 0.96); and
reasonable construct validity. Test retest reliability was only tested atyeane
interval (one year stability coefficient was 0.78). Respeness to change has

not been formally assessed. Factor analysis suggests the items can fit
reasonably into an overall scale, although the authors recommend that in order
to determine which functions of support lead to different outcomes, the

subscalesauld be used separately.

3.4.2 Social network: Stroke Social Network Scale
$Q DLP RI WKH SURMHFW ZDV WR PHDVXUH SHRSOHTTV VR
how these change over the months following a stroke. Since there is no social
network measure that hasdoevalidated in a stroke sample including those
with aphasia, a subsidiary aim of the project was to develop and
psychometrically evaluate a new patie@ported measure. This measure is the
19 item Stroke Social Network Scale (SSNS), and its developsegported
in detail in Northcott & Hilari(2013f?% A copy of this paper is included in

AppendixSix.

The content of the Stroke Social Network Scale was derived from three
sourcesa set of questions forming a preliminary version of this questionnaire,

usedin previous research with those who have chronic aphasia following a
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stroké’*?** a review of the literature; and a review of existing instruments. A
conceptual model was developed which had five core subdomainsf size
network; composition of network; frequency of contact; proximity; satisfaction
with network. Twentytwo potential items were then adapted by expert
clinicians so that they were accessible to those with apliisinese initial 22
items, three were entually deleted as they failed a number of psychometric

criteria.

Principle axis factor analysis with varimax rotation was used to identify a
subdomain structure with sound psychometric properties and conceptual
integrity. The final model for the 19 iteBtroke Social Network Scale
explained 63% of the variance, and included five factors: Satisfaction with
network; Children; Relatives; Friends; Groups. Adhits loaded >0.40, and

there washo cross loading on different factors.

The scale demonstrated gaaternal consistencf. = 0.85 overall score; =
0.74 to 0.87 subdomains); acceptability (low item-nesponse and no
floor/ceiling effects); and convergent (r = 0.34; r = 0.53) and discriminant
validity (r =-0.10; r =-0.19). It was also able to diffentiate between known
groups: those who felt better supported (scorddbn the MOS Social Support
Survey, n = 42) had higher SSNS scores, than those who felt less well
supported (scored < 4, n = 30); t (709260, p = 0.01ln terms of
responsivenesthere were moderate changes from two weeks to six m¢ahths

= 0.32; standardised response mean (SRM) = 0.46), with the Friends factor, as

156



HI[ISHFWHG VKRZLQJ PRUH FKDQJH WKDQ d¥KH &KLOGUHQ

650 &KL O G dH@UBVSRY EWRU

In terms of scoring the measure, some items were not applicable: for example,
for people who had no children, items relating to contact with children were not
DSSOLFDEOH ,Q WKHVH VLWXDWLRQV WKH LPSXWHG VFF
Equally participants were not asked to rate their satisfaction with an element of
their social network that was absent. In this situation, the overall satisfaction
score was imputed. Finally, in order to reduce the effect of outliers, a decision
was t&en to cap the number of friends, relatives and groups. The rationale for
where to place was the cap was that aggregate endorsement frequencies should
be >10%*> ie that adjacent response optidmisan item should together

account for at least 10% of the respondent answers. Raw scores were converted
to have a range of @100. The overall score is the mean score of all items.

Lower scores are indicative of a participant having fewer social ties.

In summary, the SSNS demonstrated good internal consistency, validity and
responsiveness to change. It can be used to measure the social networks of both
those with and without aphasia following a stroke: those with-miderate

receptive aphasia and evegvere expressive aphasia are able to complete the

guestionnaire.

Validation of the Stroke Social Network Scale was part of the larger project,
and as such, used the same participants. To avoid circularity, all psychometric
analyses other than responsiess were conducted on the three month data set.

When the Stroke Social Network Scale was used in multiple regression
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analyses (see Chapter Five), only the baseline and six month data sets were

used.

3.4.3. Psychological distress: General Health Questionnai re-12
Psychological distress was assessed using the General Health Questi@nnaire
12 item version (GHE12) %%, The GHQ is a screening device, designed to
identify psychiatric disorders in the general population. It focuses on two main
areas: the inability to carry out normal functions, and the appearance of new
and distressimphenomer®® ,W DVVHVVHV D SHUVRQTV FXUUHQW VYV
that is different from their usual state: as such, it is sensitive totehnort
psychiatric disorders rather than lesiginding difficuties. There are four

versions, of which the GHQ?2 is the shortest.

The GHQ has been extensively validated with different population groups (see
McDowell and Newell, 1996, for an overvi&l); including with people who

have had a stroke. Johnsetral. (1995) compared the GHQ to the Hospital
Anxiety and Depression Scale (HAGS)and found it to have better

specificity, sensitivity and predictive validity with those who have had a
stroké?® Indeed, the GHEL2 is one of the tools recommended in the National

Clinical Guideline for Stroke to screen for depres$ion

In this project, the GHE2 was choserather than any of the longer versions.
The GHQ60 includes questions relating to physical symptoms, which were
answered positively by people who were physically unwell regardless of their
mental staté. The GHQ12 has psychometric properties comparable to the

GHQ-30 and GH®@28, and yet it is shorter, thus reducing respohtdarden.
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There are four response options per item (example response options: not at all;
no more than usual; rather more than usual; much more than usual). Goldberg
recommends that replies are code@ D1, thus each problem is identified as
absent or @sent?’. Scores range from D2 with higher scores indicating

greater dstress. A cubff score of two or three can also be used in order to
identify those with high psychological distress and in need of further
evaluatioR’. It has been previously used with those who have chronic aphasia,

and found to be acceptabie

3.4.4. Activities of daily living: Barthel Index
The Barthel Index (Bl) was used to measure activities of daily IRfhdhe Bl
was originally designed to be used with lelegm hospital patients, in order to
monitor their functional independence in personal care and mobility. In the 50
years gce its development its psychometric properties have been widely
assessed, including being tested for validity with stroke patients, with good
result$?. Its predictive validity with this population has also been tested: Bl
score at adimsion can be used to predict length of stay, and subsequent
progres&®® 2L It is limited in scope, however, including items relevant to a
hospital setting and omitting activities necessary ® iindependently once in

the community, such as cooking or shopping.

The Bl is a rating scale to be completed by a health professional or other
observer, although it can be satfministered. There are ten activities assessed.
Each item assesses how muclplan individual needs to carry out that

activity. For example, if a person is independent at feeding themselves, they
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score 10; if the need help, for example, having food cut up, they score 5; if they
are unable to feed themselves, they score 0. Scarge fiom 0100, with

higher scores indicating better ability to function.

3.4.5. Extended activities of daily living: Frenchay Activities Index
Extended ADL was measured using the Frenchay Activities Index @AThe
FAI focuses on general activities rather than personal care, and consists of 15
items. There are three subdomains in the FAI: domestic; leasunie/outdoors.
The validity and reliability of the measure was tested on a sample of 976 stroke
patients, who were seen just after their stroke, and then at six months and 12
months post onset. The original study demonstrated good validityratézr
reliability and sensitivity to chang&. Subsequent studies have also
demonstrated excellent internal consistéffcyand good testetest
reliability?®>. The activites are those relevant to stroke patients, thus for
example there is less emphasis on employment. This scale has been used with
those with aphasia in a previous project and found to be acceptable to this

populatiorf’®

The scale asks participants to consider how frequently they performed each

activity in the last three or six months. Thus at baseline participants were

considering their life prior to #hstroke. Scores range from48, with higher

scores indicating better functioning. There is one item in the FAI which relates

to gardening, which was usually not applicable to participants without a garden.

In these cases, this item was imputed usingSHe UWLFLSDQWYYV PHDQ VFRUH

measure.
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3.4.6. Aphasia: Frenchay Aphasia Screening Test
The Frenchay Aphasia Screening Test (FA8Was used to screen whether
participants had aphasia. The FAST has four subscales which measure:
comprehension; verbal expression; reading; writing. The FAST was designed to
be adminstered quickly and easily by n@pecialist health practitioners, taking
between 3 and 10 minutes to administeit has been shown to have good

reliability?®* 23

, and also validity: excellent correlations were reported between
the FAST and the Functional Communication Préiflat both 15 days post
stroke (r = 0.87) and for those with chronic aphasia (r = & %&)d also

between the FAST and the Sheffield Screening Test for Acquired Language
Disorder$® (r = 0.89F°. Although responsiveness has not bieemally
evaluated, Enderbst al. (1987) did find that FAST scores changed

significantly in the expected direction during repeat administrations of the

test>*,

Although the FAST has reasonable sensitivity-glawajaet al. (1996) report

it as 8796, its specificity can be adversely affected by the presence of visual
field deficits, visual neglect, illiteracy, deafness or poor concentratfori® 24°

Thus it was used and interpreted cautiously with participants who demonstrated

these conditions.

It has 30 items, and scores range from 0 to 30, with higher scores indicating
better language function. Scores can also be calculated for a shorter version
which comprises only the comprehension and expression sections, for a score

that ranges from @&20. The sensitivity of this shortened version of the FAST is
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reported to be comparable to administering the complete asseSénaemnt has
the advantage of not being affected by either illiteracy or motor difficulties with

writing.

3.4.7. Stroke severity: National Institute of Health Stroke Scale (NIHSS)
Stroke severity was measual using the National Institute for Health Stroke
Scale (NIHSSY™. It is a 15item scale, used to exangimeurological
impairment. It assess level of consciousness, extraocular movements, visual
fields, facial muscles, arm and leg motor strength, sensory function,
coordination, language, speech, and nefjffedach item is scored from-@, 0
-3, or B4. Total scores on the NIHSS range frome4R with higher scores
reflecting more severe strokes. It is also possible to categorise people into mild,
moderate or severe strokes using their NIHSS stéréd Those with mild
strokes (scoring Gt5) are associated with discharge home; those with moderate
strokes (scoring &12) associated with acute inpatient rehabilitation needs;
those with severe strokes (scoring over 13) likely to be discharged to a care

setting.

The NIHSShas established reliability and validity. For example, indéer

reliability has mostly been reported as exceffénalthough less good where
raters were not trainéf. Studies have also demonstrated adequate to excellent
testretest reliallity*** excellent convergent validity (high correlation between

NIHSS scores and infarct voluni&) and good predictive validity (predictive

of clinical outcome, recovery, discharge destinafith)
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The examination takes less than 10 minutes to comiplegéthough it can also

be estimated from medical notes detailing neurological examination at
admissio™. In order to be able to administer this assessment at the three and
six-month assessments, all those involved in data collection on this project
watched a 45 mute instructional video, a training methaidh established

reliability.?*’

3.4.8. Health-related Quality of life: Stroke and Aphasia Quality of Life

399
A primary aim of the broader study that this project was a part of was to
validate the Stroke and Aphasia QualityLie 39-item scalé?’in a generic
stroke population. This measure was not used in multiple regression analyses in
the present study in order to avoid issues of circularity. Further details of the
psychometric validation of this scale are provided in Héaal (2009f It

was not used in the data analysis of the current thesis.

3.4.9. Other information collected
In addition to thaneasures outlined above, further information was gathered
both from the case history, and from the medical notes. The following
demographic information was collected: age, sex, ethnic group, employment
prior to the stroke. The number of-nwrbid conditios was collected initially
via the medical records, and then corroborated with the participant during the
case history. The medical notes were also used to classify whether the

participant had suffered an ischaemic or haemorrhagic stroke.
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3.5 Data Analysis: Stage One

Descriptive statistics are provided for the different scales used in Chapter Four.
To analyse how levels of perceived social support and social network change
over time (RQ1 and RQ2), oveay repeated measures ANOVAs were used.
Post hoc testaere carried out using Bonferroni correctidio. examine

whether stroke survivors with aphasia are different from those without on social
support measures (RQ3), independessts were used on the six month data.

To explore predictors of social netwakd social support (RQs#, standard
multiple regression was carried out and the methods are detailed in Chapter
Five. Finally, to explore which network members provide what functional
support (RQ11), Pears@noductmoment correlation coefficient wasaas

Other research questions were addressed using qualitative data analysis, which

is described below (see 3.8).

All statistical analysis was carried out usiBiM SPSSStatistics 19or

Windows, and statistical tests weréazled.

3.6 Stage Two: Sampling procedure for qualitative

interviews

3.6.1 Designing a sample
Purposive sampling was used to ensure that participants chosen for Stage Two

symbolically represented the stroke population. The aim was to include
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individuals who had key characteristicsttheere of relevance to the study,

such as good or poor support systéthsn addition, less common

combhnations of characteristics were sought to explore the diversity of
experience (for example, feeling well supported even though living alone and
elderly; feeling poorly supported despite a large social network). The aim was

to recruit enough participants ander to represent the range of experiences.

3.6.2 Selection criteria
Deciding who to include in Stage Two was determined byspteselection
criteria. These selection criteria were used to create a sampling matrix (see
below, Figure ). The purpose ahe matrix was to ensure that selection was

systematic, and captured the different patterns of social support experienced.

Primary criteria used to create matrix
Social support.This was determined according to their score on the SSS at six
months. Partipants were grouped according to whether they scored in the top,

middle, or bottom third of the sample population.

Aphasia. Since a primary aim of the project was to compare the different social
experiences of those with and without aphasia, a decisisrmade to over
represent those with aphasia. Thus while people with aphasia are reported to
make up 15% of the lorgrm stroke populatiof?, the aim was that 30% of
participants at Stage Two should have aphasia. People were definedhgs havi
aphasia from their FAST scores, using theaffiscores described by Enderby

et al.(1989¥'% There was one exception: a participant who scored in the
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indicated the presence of aphasia.

Severity of stroke Stroke severity was anothetirpary selection criterion.

Stroke severity was measured using the NIHSS. Participants were divided into

WKUHH JURXSY DFFRUGLQJ WR WKHLU 1,+66 VFRUHV DW
(6-10), and moderate to severe (11+), theaftipoints derived from sidies

examining the predictive validity of the NIH$$2*® Those scoring 13 or over

are reported to be more likely to experience poor outcomes (either death or

long-term nursing facility). A decision was made not to include targets for

recruiting these more severe strokes, as thegpyifiocus of the research was

not investigating social support on going to a nursing home.

Age: A young person with work and family responsibilities will face different
challenges to an older retired person following a stroke. This meant age was
another pmary criterion for selection. The two main categories were over 65,
ie retired, or 65 and under. Furthermore, targets were set to ensure that the
oldest old (over 80) and the youngest stroke survivors (under 50) were also

included so that a range of difint age groups were represented.

Secondary criteria
In addition to the primary selection criteria outlined above some further criteria

were set. These were:

Additional social support factors (using data collected six months post

stroke): these includedze of network, number of close friends, whether living
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alone, marital status. Specific targets were set, which are displayed in the
sampling matrix (Figure 3.6.2), for example, the target of recruiting at least two

people with no friends.

Gender. The nunber of men and women recruited was monitored to ensure the

project represented both perspectives.

Ethnic background: The ethnicity of the sample was monitored to ensure it
mirrored the ethnic makep of the larger stroke population from which it was
beingdrawn. Thus those from ethnic backgrounds were-oa@resented

compared with the general population.

3.6.3 Deciding who to interview
As participants became eligible for qualitative follow up (ie at least eight
months post stroke) their characteristicsevehecked against the matrix.
Participants were contacted if they fulfilled the requirements to fit into a vacant
cell in the sampling matrix, with further consideration given to secondary
selection criteria. Those with aphasia and the youngest strokemssrwere

preferentially included to ensure they were adequately represented.

All participants with aphasia froi@ite Onewere potentially eligible to take

part, including those who had scored <7/15 on the receptive domains of the
FAST at baseline, arfthd remained involved in the project via their proxies.
Where there were additional concerns about health status (for example, end
stage cancer) or level of consciousness, participants were not invited to take

part in Stage Two.
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Figure 3.2 Sampling matrix

Moderate-
Severe stroke
NIHSS 11+

Moderate stroke
NIHSS 40

Mild stroke
NIHSS 6

Good social support
ANAH 9XT ~ § 0
post stroke)

S0 3 AW v S
At least 2: network <7

? >66

YIS, yrs

" >66 yrs

" >66 yrs

yrIs;

At least 3: > 4 friends
At least 2: living alone

1-2 1-3

1-2 1-3

1-2 1-3

8-12

Moderate
social support
SSS>3.5<4.2 (at6
months post stroke)
At least 5: network 7
115
At least 2: network <7
§ 0 3 7TW v A}
At least 3: living alone
At least 3:not living
alone

1-2 1-3

1-2 1-3

8-12

Poor social support
AN G TXA ~ § ¢
post stroke)
At least 5: network O
6.5

S0 *31TW v 3§
At least 2: 0 friends
At least 3: not living
alone

1-2 1-3

1-2 1-3

8-12

Gender

At least 4,

At least 4,

At least 4,

At least 4 f

At least 4 f

At least 4 f

8-12

8-12

8-12

c. 30

Monitoring:

People with aphasia: at least 10
Age: Over 80: At least 5
Under 50: At least 3

Ethnic background: 205% of sample to come from noAtZ]$

E]s]-Z]

IPE}uv
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3.7 Stage Two: Data Collection

3.7.1 Content of the interviews
A topic guide was used, providing a loose structure for the interviews (see
AppendixSevern. The guide did not include specific questions, but flagged up
area to be covered. The order in which topics were discussed varied from
participant to participant, following in an organic way from participant

responses.

The following areas were covered during the qualitative interviews:

o Social network. $ pPDSY RI FXUUHQW VRFLDO FRQWDFWYV ZIL
who theywere in contact with (face to face, telephone, other), what they

do together, where thepwthem, how this was arranged.

o ChangesA considerable part of all interviews was exploring how
socialcontacts and relationships had changed since the stroke, and
reflect on the causes and impact of the change. This could include
discussion of other factors, such as stroke related disability, depression,

or their aphasia.

o Friendships. Since the literatursuggests that friendships may be
particularly vulnerable post strok&'"3 an aim of the interviews was to
unravel what was causing the disintegration of friendships, when and
how it was happening, and what it meant to the participants. An
additional aim was to explore whether there were protective factors, or

ameliorating circurstances. The interviews also included discussion of
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ZKDW PDNHV D pJRRGY IULHQG ZKDW FRXOG EH H[SF

what role they had played post stroke.

Family. The literature suggests contact with family is generally
maintained. The qualitative interviews aimed to explore how having a
stroke had impacted on family relationships and family roles, awd ho
this was perceived by the individual. A subsidiary aim was to explore
the different expectations that are placed on family versugamoity

members when chronically unwell.

Wider social contacts 7TKH VRFLDO pPDSYT FRQVWUXFWHG DW V
the interview was used to find out about the more distal parts of a

SHUVRQYY VRFLDO QHWZRUN VXFK DV VKRSNHHSHU\
volunteers, stroke groups. Part of the interview explored the value

placed on this contact with the wider community, and whether this had

also been compromised by having a stroke.

Professional support. Part of the post stroke experience is generally

increased contact with various professionals, both health professionals,

and others such as social services and carers. This was often a new

HOHPHQW WR D SHUVRQYV VXSSRUW V\VWHP DQG LV
was discussed.his material was not analysed in the present thesis,

however.

Types of support The different functinos of support were probed
during each interview. In particular, the participants were asked about

the support functions that comprise the Social Support Survey
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HPRWLRQDO WDQJLEOH LQIRUPDWLRQDO DQG pVR
support). For example, there wdiscussion about who provided it, what
it meant to them, whether it had been helpful since the stroke. The

LQWHUYLHZ DOVR H[SORUHG ZKHWKHU WKHUH ZHUH

receive, or support that was unhelpful.

0 Adjusting to post stroke life. Theinterviews explored the role of others
LQ IDFLOLWDWLQJ SDUWLFLSDQWVY UHFRYHU\ DQG LC

and identity.

Four pilot interviews were carried out.

3.7.2 Style of interviews
A key aim in conducting the interviews was to ensure thaicpzants felt
relaxed and able to talk about the topics in depth. Various techniques were
employed to this end. From the start, participants were encouraged to amplify
and expand upon their answers. Careful consideration was given to how
guestions weresked: the aim was to use open questions, with clear language,
ZKHUH SRVVLEOH XVLQJ WKH SDUWLFLSDQWVY RZQ H[SU
double questions, or complex or technical language was avoided. Content
mapping questions were asked to achieve breRdthFRYHUDJH DQG pRSHQ XSY
area for example,u&DQ \RX WHOO PH DERXWYZAaHdR \RX VDZ ODVW
content mining and a variety of-tiepth probing techniques to achieve défth
(for example,p: KHQ \RX VD\ \RX THOW VWXFEFN FDQ \RX WHOO P|

PRUH«"Y 30HQW\ RI WLPH ZDV DOORZHG IRU SHRSOH WI
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The interview was formulated in different ge&>° >>*. As stated by Legarek
al. PWKH UHVHDUFKHUYY WDVN LV WR HDVH WKH LQW
everyday, social level to a deeper level at which they can together focus on a

VSHFLILF WEBSLFY] s

In the initial stage the aim was to set the scene, negotiate the terms of the

interview, and facilitate a relaxed atmosphere. Initial questions were not
FRQWURYHUVLDO RU WD[LQJ WR DQVZHU EXW ZHUH D FK
interview: ie fluid stucture, open ended answers. Since | had extensive

knowledge about the interviewees prior to the interview, | could tailor these

initial questions to avoid introducing upsetting topics at this early stage. The

interview then moved on to mapping the partbiQ WV FXUUHQW VRFLDO QHW
particular, they were asked who they had been in contact with during the

SUHYLRXV ZHHN RU LI WKDW ZDV QRW D W\SLFDO ZHHN
typical week. Talking about their current life, what they do and who they s

now, is potentially more straightforward than, for example, asking them about

life 12 months earlier. It also provided me with various leads for later in the

interview for examplethe shopkeeper they chat to every morning). It was also

relatively factial and not emotional, unless the interviewee chose to expand on

how they felt.

In the second stage of the interview, | started to explore with participants
potentially more painful topics: how their life had changed, how they felt about
that, what had essed the changes. From this stage onwards, | started to probe

answers, and explore emotions and meaning. As the interviews progressed, and
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PRVW WRSLFV KDG EHHQ FRYHUHG , ZRXOG UHWXUQ WR
areas left unresolved, or areas thadl been previously evaded, and explore

them further.

In the final stage of the interview, | signalled that we were coming towards the

HQG 7KH DLP RI WKLV ILQDO SDUW RI WKH LQWHUYLHZ Z
to bring them up to the surface omere. It was also a chance for the

interviewee to bring up any final issues or thoughts. | chose questions that were

relatively positive, to leave the interview on an upbeat note: asking them for

advice, and asking them what had really helped since theles At the end of

the interview, | gave further reassurances about confidentiality, and discussed

ZKDW ZRXOG KDSSHQ QH[W DQG HQJDJHG LQ PRUH QRUF

HQVXULQJ WKDW WKH SDUWLFLSDQW zZDB% OHIW DV PXFK

3.8 Stage Two: Data Analysis

All the interviewsweretranscribed verbatim. Pausgsre marked, awas tone

of voice. For those with aphasia who chose to write their responsesashis

DOVR LQFOXGHG LQ WKH W-kh§ yesturess d8peci@p UWLFLSD QW V
those of people with aphasia, were described as the interview tookasldce,

were also trascribed for analysis.

7KH PHWKRG XVHG IRU DQDO\WLQJ WKH GDWD LQ WKLV S
method®? developed at the National Centre for Socias&arch. This method

has been successfully used when analysing interviews with people who have
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had a stroke, including those with aph&¥idnitial themes and concepts were

identified through reviewing the data. These were then used to construct a

thematic index (see Appendgight). All the material was then indexeslich

that each phrase or sentence was assigned a label. Thematic charts were

constructed, the chart headings evolving from the indexing process. The

labelled data were then summarised and synthesised into these matrices. This

matrix based method ofanahLV DOORZV ERWK WKHPDWLF DQG pFDV
analysis, enabling systematic exploration of the range and pattern of views and

experiencesA copy ofCharts Two (Family)s presenteth AppendixNine as

anexample.

A descriptive account of the data is giverChapters Six to Nine. Explanatory
analysis is also presented, for example, identifying patterns and developing

explanation¥®

3.9 Stage Two: Ensuring quality and lack of bias

Data collection stageVarious strategies were used to avoid biasing
SDUWLFLSDQWVY UHVSRQVHV ,Q WHUPV RI TXHVWLRQLQ
were avoide@nd a conscious effort was made not to finish off sentences.

Although participants were often asked to expand, clarify, or explore their

responses, an attempt was made not to summarise or comment on their answers

to avoid communicating judgements or assuom®, which could in turn shape

future responses. | listened back to recordings of interviews throughout the data
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collection stage to monitor my interviewing techniques. Furthermore, two early
interviews were listened to by a senior researcher who gastkdele helping to
ensure that the interviews were Aoased and opeanded. | also received

specialist training in carrying out-tkepth qualitative interviewing.

Writing field notes after each interview gave an opportunity for me to reflect on
how the iterviews related to my own life and values. This potentially enabled

me to identify any issues which could influence my response to the data.

Data analysis stageall the different stages in the iterative analytic process
were carried out through discussibetween myself and a senior researcher,
helping to avoid bias and subjectivity. For example, the senior researcher
selected a portion of charted material in ordegite feedback othemes thak

haddrawn out of the data.

3.10 Including people with aphasia (PWA)

A focus of my research was to compare the life experiences of people with and
without aphasia following a stroke. It was therefore important to facilitate the

participation of people with aphasia (PWA).

3.10.1 Stage One:Questionnaires
Ensuing that people with aphasia could sedport on all the measures used
was a key part of the project, and therefore all measures were reviewed for their
linguistic complexity. The content of the measures remained unchanged to
avoid invalidating their psymometric properties; however, changes were made

to presentation and administration, using methods that have been tested and
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recommended in previous studies*® 2% A variety of adaptations were made.
Participants both heard and saw all the questions. The written version was

designed to be easilpmprehended: use of white space, large font size (14

16pt), key words emboldened, geepared pictures to support comprehension

of key concepts where appropriate. Possible answers were displayed so that
participants could point to an appropriate respoRsactice items were

introduced to enable participants to understand the format of each

guestionnaire. Only a few items were presented on each gagél SUHVHQWHU TV
forms for the Social Support Survey and the Stroke Social Network Scale are

provided in ApendixTen The information sheet and consent forms were

similarly adapted to be accessible to people with apliss@Appendidl).

The Stroke Social Network Scalasspecifically developed for use with

people with aphasia. Further, three of the measused had previously been

adapted to be accessible to people with aphasia (the SSS, FAI and Z3 )

use in a previous projéét * There was minimal missing data reported,

VXJIJHVWLQJ WKDW WKH\ ZHUH DFFHSWDEOH WR WKLV SR

used in this former study were adopted in the present project.

The interviews were carried out by aphaspeciali$ speech and language

therapists. All modalities of communicatidiol examplegesture, drawing,

writing) were used to facilitate both comprehension and expression of

participants. The only limitation was that participants needed moderate
comprehension:Q O\ WKRVH VFRULQJ - RQ WKH UHFHSWLYH

FAST were able to complete the measures used in Stage One. As indicated
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above (3.3.1), those scoring less than 7/15 were invited to nominate a proxy,

and their results are not reported here.

3.10.2 Sage Two: Qualitative interviews
Conducting qualitative interviews presented different challenges. As Legard,
.HHJIJDQ DQG :DUG GHVFULEH p7KH LQWHUYLHZHHTYV
answers, to provide more depth when probing questions are askdtidb re
DQG WR WKLQN« WKHLU UROH LQYROYHV RSHQLQJ XS DQ
VLPSOH B®waiiddnaly,fhen, an interviewer will ask open questions.
This approach, however, creates problems for some PWA. In this project, the

following decisions were taken:

Firstly, a booklet (see Appendi2) was brought to the interview with the

topics laid out, usingimple language, with key words emboldened, and

making use of font size, colour and white space to aid comprehension. This

book was used flexibly, thus preserving the ability to cover topics as they came

XS ZKLOH VWLOO JLYLQJ the teractb®tcRaldpuVFDIIROGLQJY WR

comprehension.

More controversially, this boo&t ako included possible answers. Answers

were generated from previous interviews carried out in the project, and from the
literature, for example, Paet al.(1997)%*. This resource was used judiciously

for people with severely reduced expressoutput, who used it both as a short

cut in providing/clarifying answers, but also as a springboard for further

discussion.
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In addition, the following measures were used to facilitate PWA:

o Time. Extra time was allowed for the interview. This meant that
participants felt they had as much time as they needed to convey
whatever was important to them. For example, one participant was
asked why his friends were important to him. It took him over six
PLQXWHV WR ZULWH KLV UHSO\ @u7KKDDPHH WKH RQO
Writing was a challenge for this participant, both physically (use of non
dominant hand) and linguistically. This sentence about his friends was
an emotional moment for the participant, and arguably required support
and sensitivity to make trmlence comfortable as he attempted to write.
The interview as a whole took over two hours, with the participant

repeatedly assuring me he wished to continue.

o0 $W SDUWLFL SIxé€wewsTwetdal earried out in the
participants own home, so they couéfer to objects in their
environment, for example photographs and calendars, and had ready

access to any communication aid, such as a communication passport.

0 Total communication. | carried out all the interviews myself. As a
trained SLT with experienaaf working with this client group, | took
care to modify my own language, and use and be responsive to any
communication modality favoured by the participant, for example

writing, gesture etc.

o Careful choiceof questions.Where possible, simple, clear, open

guestions were used. However, on occasion, greater use of closed
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guestions was made for PWA than would normally be the case during
an indepth qualitative interviewEvery effortwas madehowever, to

avoid introducing fas.

Familiarity. | already knew participants by the time the qualitative
interview was carried out, as | had met them on at least two, and mostly
three previous occasions to conduct the survey questionnaires. This
arguably aided my ability to unpack tresues that were important to
them, as well as giving me familiarity with their family structure, names
of significant people and so on, which helped to reduce the load of

information they needed to impart to me during the interview.

No proxies.For both tlose with and without aphasia, the interviews

were conducted directly with the individual, where possible in a one to
one setting. This was perhaps particularly important, however, for those
with aphasia, as it circumvented the tendency for others to fmeak

them.

Verbal feedback.During the interviews, | verbally commented on the
SDUWLF L y@&laMjestirgd, RvQich ensured their meaning was
correctly understood, and also meant there was a verbal record on the
transcript to be analysed later. In dai, field notes were made shortly

after all interviews, making reference to pegrbal occurrences.
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The following excerpt demonstrates some of the issues involved in interviewing
PWA. Chriswas only able to say yes, no, counting and some swear wagds. H

was not able to write.

SN: Is there anyone who you feel you
can relax with and have fun with?

Chris No

SN: And why is that? [pause] Is that
the same reason for the emotional support, to
do with the language?

Chris No

SN WV QRW SDUWthEXODUO\ WR GR ZLW

talking.
Chris No
SN: To do with the walking? That

\RXfUH QRW VKDULQJ WKRVH DFWLYLWLHYV OLNH

Chris Yes, yes.
SN: So that kind of companionship you
used to get that through going to see, looking
at Arsenalor looking at cricket?
Chris Yes,yes, yes, yes, yes, yes, yes,
yes.
SN 2. 'R \RX IHHO OLNH ,TYH
understood what you were trying to say for
those different types of support?
Chris Yes.

Several points are illustrated. Firstly, that altho@giis RQO\ VD\V p\HVY DQG

HMQRYT KH be/eXpriessive aidRgive emphasis, for example, through

UHSHDWLQJ p\HVY HLIKW WLPHV ZKHQ KH IHOW , KDG XQ
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the only open question used (line 4) does not get any response, and | needed to

use closed questions to move the interviesward. Thirdly, the time | spent

prior to the interview showing an interestGhrisY FRPPXQLFDWLRQ ERRN ZDV
helpful, in that it made me aware of his interesAisenaland cricket.

Fourthly, | clarified whether | had understood correctly. In othespHrthe

interview when asked a similar questi@hris HOW DEOH WR WHOO PH WKDW
understood. Although it is not usual in ard@pth interview, constant checking

was helpful with this participant.

While Chrisdoes not provide the richness ofalktypical of a qualitative

interview, he does, nonetheless, manage to convey both factual information and
how he feels. Clearly there are issues relating to the greater role the interviewer
plays in assisting, and so potentially shaping, his responsestiiless, it was
arguably a compromise worth making in that it meant his story could be heard

alongside those with no language difficulties.

3.11 Ethical considerations

Ethical approval was obtained from City University, London, and also the
participatng National Health Service Local Research Ethics Commiftees
Appendix Two) Informed, written consent was gained for each stage of the
project, including giving potential participants accessible information about the
project, and time to consider angdaliss whether or not to take part with their
families. No pressure was put on potential participants to take part, and they
were reassured that their care would not be affected in any way if they declined

or withdrew.
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Issues of confidentiality and privacy were respected at all times. When
interviews were carried out in hospital, where possible, they took place in a
private side room. For those who were bed bound and unable to leave the ward,
they were given the optiorf pointing to responses to protect their privacy. All
data was anonymised and kept confidential. Names and identifying details have

been changed throughout this thesis, as well as in other forms of dissemination.

Respondent burden was considered. Whessiple, shortened versions of
scales were used (for example, the GHE). Where there was a choice of
appropriate measures, shorter scales were chosen (for example, the SSS).
Participants were given the option of completing interviews over several
sessiongif they preferred, or, indeed, withdrawing their involvement in the

project at any time.

Of particular concern in the present project was the potentially distressing
nature of the interview material, combined with the prevalence of depression in
the posstroke populatioff . In order that the interviews were a positive part of
their post stroke journey, various supportive measures were put in place.

Firstly, I allowed flexibility in how long each interview took, depending on

how much the participant wanted to reflect upon and discuss their responses so
that participants felt supported rather than rushed as they considered how the

stroke was affecting theiives.

Relevant support material was also provided. This included:
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o Written material and leaflets, such as leaflets from Age Concern and the
Stroke Association (for examplexplainingwhat a stroke is, about

depression following stroke, about reducing fisk of future strokes)

o Contact numbers of relevant charities and support groups. | also made
contact with local branches and organisations to discuss what services
they provide prior to commencing interviews. Thesearchecompiled
a list of potentiallyuseful telephone numbers and passed these on to
participants as appropriate: for aphasia (Connect, Speakability); for
stroke (Stroke Association); for support as an older person (Age
Concern, Counsel and Care for the Elderly; Contact the Elderly; The
Commuity Network for Older People); for depression (Depression
Alliance, Saneline, Mind Info Line, Good Samaritans, British
Association for Counselling and Psychotherapy); for carers (Carers

National Association; Princess Royal Trust, Cross Roads).

o Informationabout local services, for examplecal groups, Good
Neighbour Schemes, personal alarm systems, transport schemes such as

dial-a-ride

0 Services based in both the acute hospital and rehabilitation units

Participants were also facilitated in accessingratkevices, such as the
&LWL]JHQTYV $GYLFH %XUHDX IXUWKHU UHKDELOLWDWLRC
contacting the Camden Volunteer Bureau to enable a participant to take up

volunteering in his community. On occasion, with the consent of the
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particiSDQW DQG ZKHUH , KDG VHULRXV FRQFHUQV DERXW

health, their local GP was contacted.

As pointed out by Lewis (200%}, a researcher is not a counsellor, trisl

distinction in roles was maintained, hence the emphasis on putting participants

in touch with people and organisations who could providgang support.

The following quote illustrates the potentially unsettling nature of the interview

process, hoever, and the consequent sensitivity required of the interviewer:

H<RXYUH WKH RQO\ SHUVRQ ZKR OLVWHQV WR PH UHDOC
WDONHG WR DERXW WKLV VRUW RI VWXIl« KRZ WKH VLW X

SHUVRQ 1

3.12 Summary

This chaper described the approach taken in order to examine perceived social
support and social networks following a stroke. It outlined thedtage

design: a repeated measures cohort study in the first six months post stroke,
followed by indepth qualitativeniterviews roughly one year post stroke. The
measures used to quantify social support were discussed, and drextude
established measure of perceived social support, the MOS Social Support
Survey, and a newly developed measure of social network, the Stoolka
Network Scale. Details of the other measures used as potential predictors of
perceived social support and social network were also provided. In terms of the
qualitative arm of the project, information was given about the sampling
procedure, topicyde, and how the data was analysed. Finally, the ways in

which the interviews, both qualitative and quantitative, were modified so as to
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include people with aphasia was discussed, as were the ethical considerations in

conducting such potentially sensitivgerviews.

185



Chapter Four. Participant characteristics and

descriptive statistics

This chaptepresentparticipant characteristics footh Stage Onand Stage
Two of the projectDescriptive statistics for the measures used are also
provided andchange over time is analysdd addition,the social support and

social networlof those with aphasia compared to those without.
Thefollowing research questiorsseaddressed in this chapter:

RQ1: Do premorbid levels of perceived social support aaver time

following a stroke?

54 'RHV D S H-uhwrBdXxbHaaldeiwbrk change over the time

following a stroke?

RQ3: Are stroke survivors with aphasia different from those without aphasia on

measures of social support and social network?

4.1 Participant characteristics : Stage One

The sample in this study is the same as that reportdiin et al (2009Y**

Of 126 elgible people, 96 (76%) agreed to take p&adr those who decided

not to take part, the researchers did not have consent to access their medical
records, therefore it is not possible to determine whether their characteristics
differed from those who didgaee to participateNine participant®f the 96had

severe receptive aphasiad for those participanfsoxy respondents were
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used: these results are not reported here. Of then8giningparticipants, 76
(87%) were followeelp at three months, and 71 (82%) were followedat six
months.There was no significant difference between those who were followed
up, and those who were not, on any baseline variable (demographics, stroke
severity, AL, aphasia, psychological distress, perceived social support and

social network).

Figure 4.1 summarises the different stages of the project.
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Figure 4.1 Participant flow in the project

Eligible participants (as identified by staff on acu
stroke uni). n=126
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Ny

n= 96 (76%)

Participant gives consent for researcher t W}S v8] 0 % ES] ]% vS } e«
access medical notes and discuss project | for researcher to access medical notes: n

further involvement in projectn = 30 (24%)

v

Researcher goes through information sheet with participant

V.

~

Participant gives informed,
written consent.n = 96 (76%)

Potential participant declines to give consent:
no further involvement in projecth=0

v

FrenchayAphasia Screening Test (FAST) carried out.

l

Score Hr on the receptive subdomaing
of the FAST: able to sekport on
other measuresn = 87 (69%)

N

Score < 7 on the receptive subdomains of th
FAST. Participant asked to nominate a proxy
complete measures. Proxy responses not
reported in the present project. Participant
eligible to be considered foruglitative
project.n =9 (7%)

Baseline interview at two weeks (+ one week) post stroke.

n=87
Three month interview (+ one week) Lost to followup
n=76 n=11
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J

in qualitative projectn= 32

Subset of participants selected to take par

N

Participant not selected for qualitative
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Participant gives informed consent to
take part in qualitative projech = 29

\ project.n= 39

Researcher unable Potential participant

to contact mtential declines consent. No

participant.n =2 further involvement
in project.n=1
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Demographic characteristics

Table4.1 preserdthe characteristics of the 87 people who participated in this

study.The majority were white (75%) and male (60%). Roughly half were

married or had a partner (52%), and the majority of participants were living

with someone (55%). The average age was 70, with the youngest participant

aged 18, and the oldest 91. In termpm&existing health problems, at the time

of the stroke, 12% had no othericmrbidities; 40% had one or two-co

morbidities; 48% had three or more-gmrbidities. Prior to the stroke, 65% of

participants were not working; this rose to 86% of participsimtsnonths post

stroke. Other than employment statusstigipant characteristics at three and six

months were similar to the overall sample.

Table 4.1 Participant characteristics

for Stage One

Variable Respondent n (%)
Baseline 3 months 6 months
n= 387 n=76 n=71
Gender
Female 35(402) 32 (421) 31(43.%
Male 52 (59.8 44 (5.9 40 (563)
Age
Mean SD) 69.7 69.7(14.0 69.3(14.1)
(14.1)
Range 18 91 18 +91 18 +91
Ethnic group
Asian 10 (115 9(11.8 9 (12.9
Black 6 (6.9 5 (6.9 5 (7.0)
White British 65 (74.7 57 (75) 52 (732)
White nonBritish 6 (6.9 5 (66) 5 (7.0)
Marital status
Married/ has partner 45 (51.7 40 (52.9 38 (53.5
Single, divorced or widowed 42 (52.3 36 @47.9 33 (465)
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Living arrangements
Living alone/ in an institution 38 (43.7) 33(43.4) 31 (43.7)
Living with someone 48 (55.2) 42 (55.3) 40 (56.3)
Employment status
Full-time paid work 19 (21.8) 4 (5.3) 6 (8.6)
Parttime or voluntary work 11 (12.6) 8(10.7) 4 (5.7)
Not working 57 (65.5) 63 (84.0) 60 (85.7)
Co-morbid conditions
None 10 (115 8(10.H 8 (113)
One 14(16.1) 13(17.1) 12 (16.9)
Two 21 (24.1) 19 (25.0) 18 (25.4)
Three 18 (20.7) 17 (22.4) 16 (22.5)
Four + 24(27.6) 19 (25.0) 17 (23.9)
4.2 Participants characteristics: Stage Two

32 participants were selected to take part: 29 consented, two were no longer
contactable, and one declined. Participants ranged in age from 18 to 90 years
ROG ZHUH 7 DQG ZHUH ZRUNLQJ SULRU WR WKH VYV
women; and roughly tia(15) were white British. Stroke severity (NIHSS)

scores ranged from two (mild) to 21 (severe), mean (S.D.) 9 (5.5). In terms of
social factors, they ranged from having no friends to having 20 close friends; 17
lived with family members, nine lived alonvo lived in sheltered housing and
one lived in a nursing home; 14 were married; and 21 had grown up children.
10 participants had aphasia. In terms of their FAST scotbe éaseline

interview (two weeks post strokeeven had severe expressive aphasia
(expression scores on the FASB @ut of 10), of which two also had severe
receptive aphasia (auditory comprehension scores on the F8®U0of 10).

By the time of the qualitative interview, clinical judgement iadic two

participants persisted with severe expressive aphasia, and a further five

participants had moderate expressive aphasia of which two also had mild
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receptive aphasia. Figude2 shows how the participants fit into the sampling
matrix, while Tabled.2 gives further information on participant characteristics

for Stage Two
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Figure 4.2: Distribution of participants in the sampling matrix

Moderate-Severe stroke(NIHSS 11+)

Moderate stroke (NIHSS6-10)

Mild stroke (NIHSS G5)
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Good social
support*
, DJH
f D JH (aphasia) Friends: 4; Living alone
Friends: 20 ,_DJ.H . DJH f DJH f DJH
Friends: 1.5 Friends: 20 Friends: 5 Friends: 4 f DJH
f DJH Living alone ' ' ' Friends: 2
Friends: 1
, DJH YULH
Moderate f DJH , DJH Living alone
social Friends: 9 (aphasia) f DJH f DJH :
support* ' Friends: O Friends: 1 Friends: O f DJH(aphasia)
Living alone (n=0) Living alone Friends: 7
f DJH(aphasia) | ¢ gy f DJH yULJ
Friends: O . ]
Friends: 3
, DJH ) UBH
. f D JH (aphasia) Iérierl?d\;'H4 (aphasia)
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. o L : . . , DJH YU L (aphasia)
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f DJH (aphasia)
, . , DJH
Friends: 45 Eriends: 45

Explanatory note: * Social supportas measured by the MOS Social Support Survey six months post stroke (Sherbourne and
Stewart, 1991): participants grouped according to whether they scored in the top, middle, or bottom third of the population;

Friends: number of close friends reported &t PRQWKYV SRVW VWURNH GHILQHG DV pSHRSOH \RX IHHO

ZKDW LV RQ DbeRrxgstidsliiu@ten; Participants living with family members unless otherwise stated.
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Table 4.2: Participant characteristics for Stage Two

Characteristics Participant
numbers
Gender Female 12
Male 17
Age (in years) Mean (S.D.)68(14); Range: 18 to 90
Ethnic Group Asian 2
Black 6
White (British) 15
White (nonBritish) 6
Marital status Married- Has partner 16
Single
Divorced- Widowed
Stroke Type Ischaemic 21
Haemorrhagic
Mobility Walks independently, no 9
limitations

Walks independently, with | 9
limitations (e.g. reduced
stamina, unsteadiness)

Walks with assistance

Non-ambulant

Communication None 18
disability Dysarthria 1
Aphasia 10
4.3 Descriptive statistics for stroke -related and other
variables

Table 43 providesdescriptive statistickr the potential predictors of sl
support and social netwotksed in multiple regression analysis in Chapter
Five. Mean (SD) and range is provided for all scale variables. Where a

variable has a skewed distribution (skewness greatetttjathe median
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and interquartile range are also provid€de histograms foall

distributions are provided in AppendLs.

Table 4.3 Stroke -related and other variables : descriptive statistics

Variable Baseline 3 months 6 months
n =87 n=76 n="71
Categorical variables Participants, n (valid %)
Stroke type
Ischaemic 75(86.2) 67 (88.3 62 (87.3)
Haemorrhagic 12 (13.9 9(11.8 9 (12.%)
Stroke severity (categories)
Mild (NIHSS 0 15) 50 (58.8) 68 (91.9) 63 (94.0)
ModerateNIHSS 6 +12) | 28 (32.9) 6 (8.1) 4 (6.0)
Severe (NIHSS 13 +) | 7 (8.2) 0 0
n* n= 85 n="74 n=67
Communication
Aphasia
Non-aphasic 55 (63.2) 62 (81.6) 60 (84.5)
Aphasic 32 (36.8) 14 (18.4) 11 (15.5)
Dysarthria
Non-dysarthric 45 (51.7) 68 (89.5) 67 (97.1)
Mild-moderatedysarthria | 33 (37.9) 8 (10.5) 2(2.9)
Severalysarthria 9 (10.3) 0 0
Scale variables
Stroke severity (NIHSS)
Mean (SD) 5.91 (4.40) 2.04 (2.72) |1.52(2.12)
Median(IQR) 4 (3.0 +8.0) 1(0 £3.0) 1(0 £2.0)
Range 0 21 0 +12 0 #10
n n= 85 n= 74 n=67
Activities of Daily Living (BI)
Mean (SD) 65.89 (31.64) 89.60 (18.05)( 91.23 (15.52)
Median(IQR) 70.00(41.25400) | 100(90400) | 100(904.00)
Range 5 100 25 +100 35 +100
n n=2384 n=75 n=69
Extended ADL (FAI}*
Mean 27.94 (8.22) 17.87 (11.79)| 19.11 (11.91)
Range 1 +42 0 +38 0 £39
n n= 386
Other variables
Psychological Distress
(GHQ-12)
Mean (SD) 4.95 (3.62) 4.20 (3.76) |3.48(3.62)
Range 0 12 0 12 0 12

Aphasia (Short Frenchay
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Aphasia Screening Test,

FAST)
Mean (SD) 16.51 (3.60) 17.90 (2.90) | 18.02 (3.10)
Median(IQR) 18.00(25 +29) 19.00(2780) | 19.00(27 B0)
Range 5 20 8 20 7 20
n n=83 n=69 n= 66

*n given only when there is missing data

** Baseline FAI scores refer to one month prior to the stroke

NIHSS, National Institute for Health Stroke Sc&3fe SSS, Social Support
Survey® SSNS, Strke Social Network Scalé” Bl, Barthel Index*® FAl,
Frenchay Activities Indei* GHQ-12, General Health Questionnaire
12°?. FAST, Frenchay Aphasia Screening T&st

Variables with skewed distributions

As was anticipated some of the variables had skewed distributions. Thus the
NIHSS, measuring stroke severityas positively skewed as participants
mostly had mild strokes (58.88 baseling Further, as participants
recoveredNIHSS scores became moresjitvely skewed. Thus by six

months 94% scored5 (skewness at baseline was 1.15, and by six months
2.07). The Barthel Index, measuring ADL, was not skewed at baseline, but
again, as participants recovered they increasingly scored at ceiling, thus this
sale became negatively sked/by six months. Finally, théart Frenchay
Aphasia Screening Test (short FAST) was negatively skewed, again
reflecting that most participants scored at ceiling. This was particularly
pronounced pattern by six months, where only 16% of the sample had

aphasia.

While some skewness may be expected,ithpotentially problematic for
carrying out parametric statistical testlsich assume a normal distribution.
One option is to transform data, for example, through log transformfg it
However, there is debate about whether tiansation is really the best

option.
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Both Field(2000¥°° and Tabachnick and FidéR007)>* recommend that

in larger samples, the distributionatless importance. This is due to the
central limit theorem, which suggests that in big enough samples, the
sampling distribution will be normal. It is suggested that the mean of a large
sample will be a reasonable representation of the parent population
regardless of the distributiél. A sample size of 30 is ceidlered adequate

for the sampling distribution to approximate norfralThe curent sample

size is well above this criterion.

Further, there are arguments against transformation. Firstly, in changing the
units of measurement in one variable, it may change the differences between
different variables, which is of concern for multipégressiofr’. An option

is to then transform all the variasl (using the same transformation): yet

this may worsen the distribution in other variables. The other major concern
is interpretability: transformed data is harder to interpret and relate back to

WKH pUHBO ZRUOGT

In conclusion, although the distributiontbe NIHSS, Bl ad FAST were
skewed, the sample size was reasonably large, and a decision was taken to

use nortransformed scores.

Stroke type, stroke severity, and disability

The majority of participants had an ischaemic stroke (86%), with 57%

having a mild stroke, 31%aling a moderately severe stroke, and 9%

having a severe stroke. Stroke severity ranged from NIHSS score of O (very

PLOG WR VHYHUH 7KH VHYHULW\ RI SDUWLFLSDQW
significantlydecreased overtime: LONV Y /DPEGD )=45.8),p

<.001, =.58 Similarly, there was significant improvement in Activities
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of Daily Living (Bl :LONVY /DPEGD ) = S

.50.

There was also significant change in extended ADL (FADONVY /DPEGD
=.46, F (2, 68¥ 39.63, p <.001, = .54. Post hoc comparisons using

Bonferoni correction indicated that baseline scores were significantly higher
than at three or six montifis < .001) Baseline scomerefer tothe month

prior to the strokeAlthough six month scoresere higher than three month
scores, suggesting improvement, this trend did not reach significimee.

FAI contained one item on gardening, which was-applicable to

participants without a garden. In this sample, this item wasapplicable

to 39% of @rticipants at baseline; 42.1% of participants at three months;

and 43% at six months. Missing data was imputed for each case, using the
FDVHYVY PHDQ 1R SDUWLFLSDQW KDG PRUH WKDQ

items).

Communication disability

Dysarthria wa scored using the single item from the NIH Stroke Scale,

ZKLFK FODVVLILHV SHR®®B HDWDMHIURD Qu HYFHLOHET
proportion of participants with dysarthria fell from 48.2%aselingo only

3% at six months, with no participants experiegcsevere dysarthria at this

stage.

Aphasia was assessed both with the FAST, and through a single item on the
NIHSS. In fact, there was considerable missing data on the total FAST
score, owing to the number of participants who did not complete the written
portion of the test due to hemiparesither physical difficultiespoor

literacy, and unwillingnes$28%, 25% and 18% missing data at two weeks,
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three months and six months respectively). A decision was made to use the
short FAST for the purposes of tiple regression analyseBhe short

FAST differs from the total FAST in that it does not include the section of
the test that assesses reading and wrikhgsing data rates for the Short
FAST were5% (baseline) 9% (3 months)and 7%(6 months). Reasorisr
missing data on the Short FAST includeab blind participants one deaf
participant; one participant who declined the verbal expression sections at
baseline due to oral cancer and severe dysarthria; three participants with
missing data at three montlad two participants with missing data at six
months Short FAST scores improveder the six months post stroke:
:LONVY /DPEGD ) = .39 Po& hoc
comparisons showed that there was significant change between basgline an
the other two time points (p < .001), but not betwi#eaeandsix months.
Presence/ absence of aphasia is also provided in F&dl& interest.This

was calculated from the FAST where possible, and otherwise from the
NIHSS item.The proportion whdnad aphasia fell from 36.8% to 15.5%

over the six months post stroke.

Psychological distress

Although psychological distress (GHIR) did significantly reduce from

baseline to six months, distress levels remained high throughout the project
LONVY /BB& 6, 69) =5.71, p <.01=".14; post hoc

comparisons showed that the significant difference was between baseline

and six monthsp <.0). Hilari et al.(2010)*’, reporting on the same

sample, observed that 66% of participants could be classified as suffering

from high distress at baseline, wiB%still classified as feeling high

distresgshreemonths post strok@nd 45% at six months
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4.4 Perceived social support following a stroke

Table44 JLYHV LQIRUPDWLRQ DERXW WKH SDUWLFLSDQWYV

following their stroke, both for the overall scale (MOS SSS), and also for

the five subdomaingdistograms showing the distributions of the overall

scaleand subdomainareprovided in Appendix 4 Median (IQR) is only

provided where a scale or subdomain is skewed (where skewmé}s >

Table 4.4 Perceived social support : descriptive statistics

Percaved social support (MOS Social Support Survey)
Overall scale Baseline 3 months 6 months
n=87 n=76 n=71
Perceived social support
(SSS)
Mean (SD) 3.82(0.96) |4.00(0.92) [3.83(1.08)
Range 1.42 £5.00 |1.47 £5.00 1.16 +5.00
n n= 86 n=73 n=70
Subdomains
Emotional support
Mean (SD) 3.89 (1.04) |4.07(0.99) [3.90(1.17)
Median(IQR) 4.00(3.255.0) | 4.42(3.255.0) |4.25(3.0 +5.0)
Range 145 1415 1415
Informational support
Mean (SD) 3.72(1.01) |3.98(0.96) [3.79(1.14)
Range 14+5 145 145
Tangible support
Mean (SD) 3.74 (1.16) |4.09 (1.14) [3.97 (1.19)
Median (IQR) 4.00 (3.0 |4.50 (3.25+ |4.50 (3.25%
4.75) 5.0) 4.75)
Range 145 145 145
Social companionship
support
Mean (SD) 3.78(1.08) |3.85(1.11) [3.63(1.23)
Range 14+5 1-5 145
Affectionate support
Mean (SD) 4.02 (1.14) |4.04 (1.15) |3.90(1.25)
Median (IQR) 4.33(3.335.0) |4.67(3.335.0)|4.33 (3.05.0)
Range 14+5 145 145
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These scores suggest that many in the sample felt reasonably well

supported: at six months, 50% of participants perceived support to be

DYDLODEOH WR WKHP HLWKHU PRVW RI WKH WLPH RU [
(44.2% at baseline, and 57.5% at three mon®&td), 25% of participants at

both baseline ansix months felt supported either not at all, or only some or

OLWWOH RI WKH WLPH VFRULQJ "’ DW WKUHH PRQ\

Perceived social support (SS8J alter over the six month period: Wilks
Lambda = .89F (2, 65) =3.90 p < .05, =.11 In fact, post hoc tests
showed that there was no significant change from prior to the stroke
(baseline) to six months post stroked the only significant difference was
between three months and six months. At three nsoiekels of perceived

social support marginally increased (p < .05).

A similar pattern emerged in the five subdomains of the scale: the baseline
scores did not significantly differ from the six month scores. As with the
RYHUDOO VFRUH WeKkrontt XdoreRieie higherforvavetage
than the baseline or six month scores: this, however, did not reach statistical

significance.

In terms of skewness, the overall scale was somewhat negatively skewed
(skewness at baseline-50; at three months <72, at six months =.75).

The three subdomains with the most skewed distribution were: at baseline
the Affectionate subdomaigkewness =1.12),andat three months the
Affectionate subdomain (skewness.€9), Emotionalsubdomain (skewness
=-1.0)and Tagiblesubdomain (skewness-£.22) As discussed above, it
was decided that the sample was sufficiently largeitkatuld be

acceptable to use ngransformed data in parametric tests.
200



4.5

Social networks following a stroke

Table 45 provides descripte statistics for the Stroke Social Network

Scale, including its five subdomaimsgain, histograms and normal

probability plots for the overall scasad the subdomairat the three time

points are provided in Appenditd. As above, the median (IQR) is only

provided where a subdomain is skewed (skewnes$)>

Table 4.5 Stroke Social Network Scale : descriptive statistics

Social Networks (Stroke Social Network Scale)
Overall scale Baseline 3 months 6 months
Social Network
Mean (SD) | 60.69 (15.22) 58.04 (16.74) | 56.78 (15.44)
Range 11.32 £91.70 6.84 +92.81 10.26 £85.15
n n=87 n=75 n=71
Subdomains
Satisfaction
Mean(SD) 85.17 (15.61) 84.60 (19.49) 82.56 (19.23)
Median(IQR) 88.33(78.33 + | 88.33(80.83% 86.67(80.0+
96.67) 96.67) 93.33)
Range 35.83 +100 3.33 £100 6.67 £100
Children
Mean (SD) | 57.60 (35.52) 57.67 (35.74) 58.78 (34.21)
Range 0 +100 0 +100 0 +100
Relatives
Mean 37.76 (28.55) 39.07 (28.40) 36.78 (29.17)
Range 0 +88.89 0 +100 0 +93.33
Friends
Mean (SD) | 56.98 (24.95) 48.77 (25.55) 43.96 (28.08)
Range 0 +95 0 +100 0 +95
Groups
Mean (SD) | 35.06 (37.10) 27.78 (31.99) 30.98 (34.19)
Range 0 +100 0 +100 0 +100

HavingaVWURNH FDXVHG SDUW4dté heSd@ WeskerVRFLDO QHWZF
:LONVY /DPEBEMD 68) =7.35, p=.001, =.18 Post hoc
comparisons showed that baseline social network scores were significantly

higher than at six months §.001).Otherdifferences were not significant.
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In terms of the subdomains, only one subdomain showed significant change
between baseline and six monttiee Friends subdomain:LONVY /DPEGD
.80, F (2, 68) =8.49, p = .0015=.20. Post hoc tests showed that theas w

a significant difference between baseline and six months (p <.001).

Although post stroke people became less satisfied with their social network,
and had less group involvement, neither of these trends reached statistical
significance. The Childrefacior and the Relativel®ctor appeared to be

particularly stable elements of the network

Finally, in terms of skewness, the overall scale was somewhat negatively
skewed (skewness at baselind8; at three months <64, at six months =
.69). The domain h the most skewed distribution was the Satisfaction
domain: it was negatively skewed as most participants felt satisfied with

their social network.

4.6 Comparison of those with aphasia and those
without aphasia on social support and social network

scores six months post stroke

The mean scores of those with aph#ésia 11)and those withouin = 60)
on the social support and social network measures at six months post stroke
are shown in Table 4.6ndependenttests were carried ot compare

these
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Table 4.6 Social support and network at six months post stroke:

comparing participants with aphasia to those without

(equal varianceg
not assumed)

Measure Participants  |Participants |p values Effect size

without with aphasia

aphasian=60 (n=11

Mean (SD) Mean (SD) & RK Heta

d value |squared
Perceived social |3.83 (1.13) 3.83(0.82) [p=0.99, ns|<.001 |<.001
support (MOS SSS] n=10
Social network 58.62 (14.14) |46.75(18.90}p=0.018 |(2.43 |0.08
(SSNS)
Satisfaction [83.59 (16.69) |76.89 (30.04]p =0.49,ns |0.72 |0.01

(equal varianceg
not assumed)

Children 60.33 (35.12) |50.34 (38.67]p=0.38,ns (0.89 [0.01
Relatives  [37.93 (27.97) [30.50 (35.91]p =0.44,ns |0.77 |<0.01
Friends 47.00 (24.90) |27.42 (38.77]p=0.13,ns|1.61 |0.04
(equal varianceg
not assumed)
Groups 34.44(34.43) [12.12(26.97]p=0.028 [2.41 [0.08

In terms of perceived social support, those with aphasiadraparable

levels of support to those without(69) = .001, nsHowever, in terms of

social network, those with aphasial significantly lower overall network

scorest (69) = 243, p =0.018 & R K H2A¥UG

To investigate which subdomains of the social network scale showed

significant change, furthertésts were carried oufo ensure that the

chances of a type | enrremained below 0.05, despite the multiple analyses,

the Bonferroni method was employed. Specifically, since there were five

subdomains, the criterion for significance was adjusted to 0.01 (0.05 divided
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by five). While those with aphasiaad lower scoresn all five sukbdomains

particularly the Groups subdomathese trendgerenot significant.

There were no significant differenclestween those with and without

aphasiaon either social network or perceived social supporirpogbidly.

4.5 Summary

Perceived social support (SSS) remained relatively stable following a
stroke: there was no significant change from prior to the stroke (baseline) to
six months post stroke. This pattern was true for all five subdomains

representing the different functionssafpport.

By contrastpre-stroke social networks were significantly stronger than post
stroke social network$n the Friends factor participants scored significantly
worse six months post stroke compared with thekspmeke score. The

most stable subaoains were those which related to family: the Children

factor and the Relatives factor.

Those with aphasia had comparable levels of perceived social support, yet

scored significantly less well on the social network scale
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Chapter Five. Predictors of so cial support and social

network: methods and results

An aim of this project was to examine what factors predict perceived social
support and social network six months post stroke. Concurrent factors were
explored, as well as variables collecedaselineThe overall design of the
project and the measures used wirscribed in Chapter Three. Participant
characteristics and how participants scored on the different vanahtes
described in Chapter Four. This chapter focuses on what methods were used

to analyse the data, and the results of that analysis.
The following research questions are addressed in this chapter:

RQ4: What concurrent factors predict perceived social support six months

post stroke?

RQ5: What baseline factors predict perceived socig@tsix months post

stroke?

RQ6: What concurrent factors predict social network six months post

stroke?

RQ7: What baseline factors predict social network six months post stroke?
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51 Methods

Multiple regressiomwas used to explore the four research questions stated

above (RQ4/).

Potential independent variables (IVs) were: demographics (marital status,
age, gender, ethnicity, whether living alone, employment status); type of
stroke (ischaemic or haemorrhagisgyverity of stroke (NIHS$)* aphasia
(FASTY*® dysarthria; activities of daily living (Bi}® extended activities of

daily living (FAI)?*® and psychologicalistress (GH@L2)*?.

The dependent variables (DVs) were: perceiveibseapport, measured
with the Medical Outcomes Study Social Support Survey (8S8)d

social network, measured with the Stroke Social Network Scale (88NS)

5.1.1 Multiple regression
Multiple regression assesses the relationship between one continuous DV
and several IVs. It is suitable for complex, rbfd research questions, such
as the present off8 Standard multiple regression was used. In this form of
multiple regression all IVs are entered itite equation simultaneously.
Each IV is evaluated in terms of how much unique variance in the DV it
explains. How much of the variance in the DV is explained by the IVs as a
block is also assessed. Standard multiple regression was chosen rather than
hierachical multiple regression (where the order in which the 1Vs are

entered into the equation is determined by the researcher). This is because it
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best suited the research question: the relative importance of potential
predictors of social support after dteohas not been the subject of previous
research, and thus a method which makes fewer assumptions about the
relative importance of Vs is more appropriate Stepwise multiple
regression (in which the order that IVs are entered into the model is based
on mathematical criteria alone) was avoided due to methodological

concerng>5 261

In terms of deciding which IVs to enter, only those whbkege was
justification based on the literature, (ie those variables shown to have a
relationship with social support in previous research) and which correlated

significantly with the DV in univariate analyses were considered.

5.1.2 Multiple regression as sumptions
A variety of assumptions need to be met prior to carrying out multiple
regression analysis, in order for the model to be considered reliable and
generalizable to the population from which the sample was dtawine
criteria for how these assumptions were met, including diagnostic tests, are

listed below.

Ratio of cases to IV§ oo few cases in relatn to the number of IVs may

result in an unreliable regression model. Field (288@nd Stevens

(199272 both suggest that social scientists should aitrete at least 15
subjects per predictor. The number of potential predictors in the project was
large, compared to the sample size. In order to determine which IVs were
significantly associated with the DV, Pearson correlation coefficietgsts

and ANOVAs were carried out as appropriate. Only those variables which

were significantly associated with the DV were entered into the equation.
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Where there were too many IVs significantly associated with the DV, they
were all entered into the equation, IVs whiglre not statistically

significant were removed, and the equationu® without them as
recommended by Field (2066 This has the advantage of leaving fewer

predictors in the final model.

Multicollinearity and singularity Multicollinearity exists when the IVs are
highly correlated with one another. When two variables are highly
correlated it becomes diffitt to assess the individual importance of a
predictor; it also makes the model more unstabl@he correhtion matrix

of IVs was examined for high correlations (r > 0.65). Further, the variance
inflation factor (VIF) was calculated: this indicates whether predictors have
strong linear relationships with other variables. VIF should be bel&%. 10
The tolerance statistic was also used, the inverse of the VIF (1/VIF): values
below 0.2are cause for concern, and values below 0.1 suggestive of serious
problem$®*. Should potential IVs be found to be highly correlated, one
shouldbe removed from the equation. The rationale for which variable to
includewasbased on: the variable most highly correlated with the DV; the
variable with the strongest theoreticaltjfisation; the variable which v

most reliable.

Singularity occurs when one IV is in fact a combination of other IVs.

Careful examination ohe 1Vs was employed to avoid this.

Normality, homoscedasticity, independence of residUdls refers to the
distribution of the scores, and the relationships between the variables. To
check assumptions have been met, it is possible to examine thelgesidua

scatterplots. Residuals are the differences between the obtained and the
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predicted DV scores, and as such, show the errors of prediction. The
assumption is that the residuals are normally distributed about the predicted
DV scores (normality); that thdyave a straighline relationship with the
predicted DV scores (linearity); and that the variance of the residuals about

predicted scores is the same for all predicted scores (homoscedasticity)

In order to check these assumptions, the Normal Probability Plot of the
Regression StandardisBgsidual and the Scatterplot were examined. In the
Normal Probability Plot, the points should lie in a reasonably straight
diagonal line, suggesting normality. In the Scatterplot, most of the residuals
should be roughly rectangular in distribution, withghscores near the zero
point. Deviations from this, such as a curvilinear distribution, suggest a

violation of assumptions.

Independence of errarg\nother assumption is that the errors of prediction
should be independent of one another. Thisstable through analysing the
residuals. In this study, the DurbWiatson statistic was used, which tests
whether adjacent residuals are correlated. Values greater than 1 and less

than 3 were considered acceptatile

Outliers 7TDEDFKQLFN DQG )LGHOO GHILQH DQ RXWOLHU D\
HIWUHPH YDOXH« LW GLVWRUWY VWD&dtyWLFVY S D
both Type | and Type Il errors, and to results that only generalise to samples

with similar outlierd®®. When carrying out multiple regression, extreme

cases may have an undue influence on the regression solution, affecting the

values of the estimation regression coefficients. This mg@gact on how

well the model fits the data, and the extent to which it can be generalised to

other samplé&s®.
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Outliers may be univariate (an extreme value on one variable) or

multivariate (an extreme combination of scores on two or more variables).

Prior to entry in the multiple regression analyses, univariate analyses were

carried out. For continuous variablesitliers were defined as cases with

large standardised scores. Tabachnick and Fidell (2008) suggest that cases

with azscore in excess @f3.29 are potentiautliers*. For dichotomous

YDULDEOHV XQLYDULDWH RXWOLHUV DUH OLNHO\ WR |
categories is very uneven0@0 or more). Rummell (1970) recommends

deleting dichotomous variables with-20 or more extreme splits. The

reasons are twiold: the correlation between these variables and others are
GHIODWHG DQG WKH VFRUHV IRU WKW GDNBVYILQ WKH \

have more influence than those in the larger catégory

In terms of multivariate dliers, Mahalnobis distances were calculated.
Mahalanobis distances are the distances of cases from the means of the IVs.
In order to identify whether any cases were outliers the criticadaumare

value was determined, using the number of Vs as thedsgf freedom,

and an alpha level of 0.001 (see Tabachnick and Fidell, 2008, Table C4, p

949)~*

Diagnostic tests were conducted to check how much influence each case

was having on the model as a whole, specifically whether any individual

case was having undue influence, thereby negativghacting on the

PRGHOfV DELOLW\ WR SUHGLFW DOO WKH RWKHU FDVH
IXQFWLRQ DUH &RRNYV GLVWDQFH DQG OHYHUDJH YDO
any case with influence scores larger than 1.00 may be cause for éhcern

Leverage assesses the influence of the observed value of the DV over the
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predicted value. @ses that are not unduly influential in the model should

have leverage values close to the average, where the average leverage value
is defined as (k + 1)/n (where k = number of IVs). Stevens (1592)
recommends that cases with leverage values over three times the average
(3(k + 1)/n) are having an undugluence on the model, and should be

investigated further.

A further measure to investigate whether any individual case is unduly

influencing the variance of the regression parameters is the covariance ratio

(CVR). Belseyet al. (19807’ recommend thdf a case has a CVR value <

1 #[3(k + 1)/ n], then deleting this case will improve the precision of some

RI WKH PRGHOfV SDUDPHWHUV ZKHUH N QXPEHU RI ,
D FDVH WKDW KDV D &95 YDOXH ! > N Q ZLOO ZF

paraneters.

Finally, outliers in the solution were investigated through examining
standardised residuals. Residuals are the difference between the value of the
outcome predicted by the model, and the actual observed outcome. Cases
with large residuals are natell predicted by the model, and will lower the
multiple correlation. In order to identify cases that are outliers, Field

(2000¥°° recommends analysing the standardised residuals: cases with
standardised residuals greater th&829 are cause for concern. If more than

5% of cases had standardised residuals with an absolute value fjfeater

then the model wodlnot be a good representation of the data.

When outliers were identified, the following approach was adopted. Firstly,
the data was rechecked to ensure it had been correctly gathered and entered.

Assuming the datevas correct, potential options includedleting,
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rescoring or transforming outliers. However, transformation of a variable

(functions such as natural logarithms and square rebts)ldbe cautiously

approached: although reducing the impact of outliers they may also change

the relationship betven the original variable and other variables, as

discussed abo@¥. Stevens (19935 recommends that so long a case has

D &RRNYV GLVWDQFH RI HWKHUH LV QR UHDO QHHG
GRHVY QRW KDYH D ODUJH HIIHFW RQ WKH UHJUHVVLRQ
he goes on to observe that outliers should still be investigated further to

understandavhy they do not fit the modéletter One option when in doubt

is to report the model results both with and without the outfferdseful

discoveries may be made through exploring unusual values; as such, it could

be argued that deletion should be a last resort.

5.1.3 Multiple regression analyses
The following calculations were carried o&tNOVA was used to test the
statistical significance of the result, specifically, whether the model is
significantly better at predicting the outcome than the mean (or whHether
for regression was significantly different fnazero).R* was calculated to
estimatethe amount of variability in the DV explained by the modéle
adjustedR? was also calculated in order to assess much of the variance
of the DV would be accounted for had the model been derived from the
populaton from which it was drawr he unstandardized regression
coefficients B) were inspected. These shtive individual contribution of
an IV in explaining variance in the D¥gstatistics were used to assess

whether the contribution was significaBtandardised regression
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coefficients () were also calculated in order to compare the relative
contribution of the different IVs. The unique contribution of an IV was
assessed through squared semipartial correlasoiiys (hese asseske

amount by whichR? would be reduced if that IV were to be removed from
the equationThe difference between the totarianceexplained by the

model &) and the sum of the unique variances of the(l&'she amount of
variance that is explained jointly by the )Msasalso calculated. Finally,

95% confidence intervals of thenstandardized regression coefficientre
inspected. Mese are the boundaries within which Brealues of 95% of
samples will fall. Confidence intervals should not cross zero, as this would
sugget in some samples the relationship between the IV and DV is positive
and in others it is negative. Such an IV can be said to weaken the overall

model?°®

5.1.4 Summary of methods
Standard multiple regression analyses were used to explore the relationship
between a set of IVs and social support/ social network following a stroke.
IVs were only entered into amjeation if they were significantly associated
with the DV, and there was theoretical justification for inclusion. The
assumptions of multiple regression were tested. All data analyses were

performed usingBM SPSS 19.00 for Windows.
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5.2 Results: What concurrent factors predict perceived

social support six months post stroke (RQ4) ?

In order to determine which concurrent variables were significantly
associated with social support at six months, Pearson produnent
correlation coefficients;tests andANOVAs were carried out as

appropriate, and the results presented in 5.2.1 below. Diagnostic tests were
then carried out to check assumptions were met (5.2.2). Finally, multiple

regression analysis was carried out, and the results presented in 5.2.3.

5.2.1 Univariate analyses (RQ4)

Variables significantly associated with social support at six months

post stroke

Demographic variablesmarital status and whether someone was living
alone were both significantly associated with perceived social support. To
as®ss the relationship between marital status and perceived social support,
an independenttest was used. Those in a relationship (married/ has
partner) had significantly higher social support levels (mean = 4.24; SD =
0.91) than those who were not in &t®nship (single, widowed, divorced)
(mean = 3.39; SD = 1.10); t(68)-3.52, p = 0.001. An independent samples
t-test also showed that those living with someone else had higher levels of
support (mean = 4.11; SD = 1.02) than those who lived on thei({roean

= 3.47; SD = 1.07); t (68) =2.53, p < 0.05.

Other variablesPearson produgnoment correlation coefficient was used
to investigate the relationship between social network (SSNS) and perceived

social support: a moderate correlation was foundQ#$6, p < 0.001).
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There was also a significant correlation between psychological distress
(GHQ-12) and perceived social support (f0=36, p < 0.01): the more

distressed a person felt, the less likely they were to feel well supported.

Variables not sign ificantly associated with perceived social support

at six months post stroke

Demographic variablesAge and social support were not significantly
correlated(r = .03, ns). Women had slightly higher levels of social support
(mean = 3.96, SD = .87) than mgnean = 3.72, SD = 1.22), but this
difference was not significant; t (67.4) = 0.95, ns, equal variances not
assumed. The relationship between ethnicity and perceived social support
was assessed using ANOVA. Participants were divided into four groups:
White British; Asian; BlackWhite Other. There was no statistically
significant difference between the groups: F (3,63) = 0.72, ns. Finally,
employment status was also found not to be significantly related to
perceived social support. Participants were grdupt those in work (full
time, parttime or voluntary) versus those not in work and an independent t

test carried out (t(67) .51, ns).

Other variablesin terms of stroke variables, there was no significant
difference in perceived social support between those who had had an
ischaemic stroke (mean = 3.82; SD = 1.12) versus those who had had a
haemorrhagic stroke (mean = 3.89; SD = 0.78), t (68) = 0.80, ns. Stroke
severity was also not significantly associated with social support, either
when casidered as a continuous variable ¢0:06, ns) or as a categorical
variable where participants were divided into mild, moderate or severe

strokes. In practice, at six months participants either fell into the mild or
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moderate categories: there was nasicant difference between these two

groups, t(64) = 0.85, ns.

Pearson correlation coefficient was used to assess the relationship between
perceived social support atite following IVs:number of cemorbidities (r
=-0.19, ns); ADL (BI) (r = 0.07, nsgxtended ADL (FAI) (r = 0.12, ns);

and aphasia (short FAST) (r = 0.10, ns). None of these relationships were
found to be significant. In terms of dysarthria, at six months all participants
were categorised into either having no dysarthria, or mild dysarto
significant difference was found between the perceived social support of

these two groups (t(66) = 1.69, ns).

Summary

Four variables were found to be significantly associated with perceived
social support (SSS) at six months: social network (SSpNS)0001);
marital status (p < 0.001); psychological distress (GE2Q(p < 0.01), and
whether someone was living alone (p < 0.05). These four variables were

therefore considered as potential IVs in the multiple regression equation.

5.2.2 Mutliple regre ssion assumptions (RQ4)
Ratio of cases to IV$or RQ4, there were 70 participants (missing data for
one participant). Using the recommendation of Field (2000) and Stevens
(1992) of 15 participants for each 1V, there should be no more than four

IVs, thus his assumption was met.

Multicollinearity and singularity two IVs failed the multicollinearity

assumption. Living arrangements and marital status were highly correlated
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with one another (r = 0.75, p < 0.001): those in a relationship were more
likely to beliving with someone. Since marital status was more strongly
associated with the DV this variable was included, and living arrangements
excluded. The three remaining IVs did not correlate with one another higher
than r =-.22, suggesting an absence oftiertmulticolinearity. Tolerance
values for the three IVs ranged from 0.93 to 0.98, well above the criterion
0.20. Similarly, VIF values were all below 10 (ranging from 1.0 to 1.1).

There was also no singularity.

Normality, homoscedasticity, independenteesiduals:inspection of the
Normal Probability Plot of the Regression Standardised Residuals suggests
that the residuals were normally distributed as the points lie in a fairly
straight diagonal linesee Apendix16). The histogram of the standardised
residuals also supports thseg Apendix16). An examination of the
scatterplot of the standardised residuals versus the standardised predicted
values of the DV suggests that the assumptions of homoscedasticity and

linearity were metgee Apendix16).

Independence of error$he errors of prediction were independent of one
another, as shown by the Durbin Watson test, which had an acceptable value

of 1.84.

Ouitliers: In terms of univariate outliers, each of the IVs and the DV were
inspected prior to begentered into multiple regression analysis. There
were no cases which had a standardised score in exce329f suggesting

no univariate outliers®,
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Multivariate outliers can be detected by Mahalnobis distances. Using a p
<0.001 criteria, there were no multivariate outliers among teescahe
maximum Mahalanobis distance was 11.44, less than the cKficilr 3df

at 16.27.

In order to detect if any cases were unduly influential in the solution,

&RRNYY GLVWDQFHY DQG OHYHUDJH YDOXHV ZHUH LQY
&RRNTV GL\W2EIESE tHaZ ) &d acceptable. The average leverage

value ((k+1)/n) was 0.057. Stevens (1992) recommends that cases that have

a value that is three times the average (ie 0.17) may be having an undue

influence on the solution. In this equation, the mmayn leverage value was

0.16, less than 0.17, and so acceptable.

A further measure to investigate whether a case is influencing the variance
of the regression parameters is the covariance ratio (CVR). The criteria used
was: CVR > 1 + [3(k + 1)/n] = 1.17;\R < 1 #[3(k+1)/n] = 0.83.

According to Belset al. (1980f°’ deleting cases with CVR < 0.83 will
improve the precision of the model. In this model, case 62 (CVR = 0.75)
deviated slightly from these boundaries. Case 38, however, has CVR value

= 0.50, and deletion of ik case could potentially improve the model.

In terms of outliers in the solution, case 38 had a standardised residual of
3.40, less tharB.29 and therefore cause for concern as the model did not
appear to predict this case w&ll Four further cases had standardised
residuals exceedintR (2.29,-2.06,-2.16,-2.45). However, 98% of

residuals were withig2.5, suggesting a reasonable representation of the

data overaff®,
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Overall, there were concerns about case 38, given that it had a standardised
residual <3.29, and a CVR value 0.33 lower than recommended: both these
figures suggest the model would be improved without this case.
Nonetheless, ivas reassuring that other diagnostic tests were acceptable. In
this situation, it was decided to run the regression equation both with and
then without case 38, and repBftfor both. As suggested by Stevens
HRQH VKRXOG VWL Qifg §ich pdnh [dutliers]WHG LQ VW XG
IXUWKHU WR XQGHUVWDQG ZK\ WKHRSthe&d QRW ILW WKH
potential reasons why case 38 did not conform to the model will be

addressed in the discussion.

5.2.3 Standard multiple regression results (RQ4)
Table 5.1 is a summary of the regression model. It si)®éand adjusted
R? as well as both the standardisBj &nd unstandardized)(regression
coefficients. It also displays both thetatistics and probability levels, as
well as thesquared semipartial correlatiorssif®. Finally, it gives the

correlaton values between the DV and IVs.
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Table 5.1 Concurrent predictors of perceived social support six months

post stroke

Variables Social Social Marital | Psychole | B t sri
Support Network | Status | gical
Survey (SSNS) distress
(SSS) (GHQ-12)
(6 mths) | (6 mths)
(DV) (6 mths)
Social r= .02 |.36|3.61** |.12
Network AB*F*
(SSNS)
6 months
Marital = r=.13 73 | .34 351 | .11
Status .30%**x
GHQ-12 r=-36** |r=- r=-.03 -.08 |- -2.81** | .07
6 months .22* 27
Intercept = 2.25
Mean(SD) | 3.83 56.78 N/A 3.48
(1.08) (15.44) (3.62)
n 70 71 71 71
R = .40

AdjustedR® = .37

R=.63***

**p<.001; *p<.01;*p<.05

& Unique variability = .30; shared variability = .10

R for regression was significantly different from zero, with E@,=14.56

p <.001.The overall model accounted for 4@the variance in the SSS

scores AdjustedR? = .37 suggesting that 37% of the variance in perceived

social support six months poWURNH FDQ EH H[SODLQHG E\ D SHU\

network, marital status, and level of psychological distfEssB

coefficients show that all three 1Vs were significant predictors (social

network: t(69) = 3.61, p < .01; psychological distress: t(692.81, p < .01;
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marital status: t(69) = 3.51, p <.01). 95% confidence limits were also
calculated for the B coefficients. The confidence limits for social network
were 0.01 to 0.04; those for marital status were 0.31 to 1.14; and for
psychological distress thiavere-0.14 to-0.02: none of these confidence

intervals included zero as a possible value, confirming their significance.

The IV with the largest value was social network, suggesting this variable
explained the most variance in the perceived socigd@tigcores.

Inspecting the squared sepatrtial correlations of the IVs shows how much
unique variance each IV explained. Social network accounted for 12%
unique variance, marital status accounted for another 11%, while
psychological distress explained T#ique variance. The three IVs in
combination contributed another 10% of shared variability. The direction of
the relationships suggest that those with stronger social networks felt better
supported; those who were married or in a relationship felt [zeipgrorted;
while those who were experiencing psychological distress felt less well

supported.

There were concerns that case 38 was not well predicted by the model, and
may be distorting the regression parameters. The model was therefore rerun
without thiscase. Without case 38, the overall model accounted for 46%
(adjusted?? = .44 of the variance iperceived social suppastores Thus

an extra 6% of the variance could be explained if this case was removed.
The model expected case 38 to feel better aupg than he did, given his

low psychological distress score, and relatively high social network score.

Possible reasons for this unusual result are given in the discussion.
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5.3 Results: What baseline factors predict perceived

social support six months post stroke (RQ5)?

5.3.1 Univariate analyses (RQ5)

Baseline variables significantly associated with perceived social
support at six months post stroke

Prestroke perceived social support (SSS) (r = .65, p <0.001), arstrpke
social networks (S8S) (r = .38, p = 0.001) were both significantly

associated with perceived social support (SSS) six months post.

Marital status, as measuratibaselinewas also significantly associated

with perceived social support six months post stroke: those iateoorehip
prior to the stroke had significantly higher social support scores (mean =
4.16; SD = .97) than those not in a relationship (mean = 3.45; SD = 1.09);

t(68) =-2.87, p <.01.

Baseline variables not significantly associated with social support at

six months post stroke

The following demographic variables were found not to be significantly
associated with perceived social support at six months: whether the
participant was living alone prior to the stroke (t(67) = 1.61, ns); age (r =
0.03, ns); genddt(68) = 0.91, ns); ethnicity (F(3, 66) = 0.72, ns);

employment status prior to the stroke (t(68) = 0.72, ns).

The following variables were measured two weeks post stroke, and not
found to be significantly associated with perceived social support six

morths post stroke. These were: stroke severity (NIHSS) (r = 0.13, ns);
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number of cemorbidities (r =0.19, ns); ADL (BI) (r =0.09, ns);
psychological distress (GH@R) (r =-0.09, ns); aphasia (short FAST) (r =
0.13, ns); and dysarthria (F(2, 67) = 0.8§). Finally, participants were
asked to rate their extended ADL, using the FAI, in the month prior to the
stroke. This also was not significantly associated with perceived social

support six months post stroke (r = 0.01, ns).

Summary

Three baseline vatides were found to be significantly associated with
perceived social support at six months: social support; social network; and
marital status (all p <.01). No other baseline variable was significantly

associated with perceived social support at six months

5.3.2 Mutliple regression assumptions (RQ5)
Ratio of cases to IVshere werdhreelVs and 69 participants (missing data
for SSS for one participant at baseline and one participant at six months).

This ratio was good.

Multicollinearity and singularity The IVs did not correlate with one
another higher than r = .41. Tolerance values ranged from 0.73 to 0.86,
above the criterion 0.20. Similarly, VIF values were all below 10 (ranging

from 1.16 to 1.37).

Normality, homoscedasticity, independence of red&dT he residuals were
normally distributed and the assumptions of homoscedasticity and linearity
were met (seAppendix16 for Normal Probability Plot of the Regression

Standardised Residuals, the histogram of the standardised residuals, and the
223



scatterpot of the standardised residuals versus the standardised predicted

values of the DV).

Independence of errorghe errors of prediction were independent of one
another, as shown by the Durbin Watson test, which had an acceptable value

of 2.08.

Outliers there were no univariate outliers among either the IVs or the DV,

as evidenced by their standardised scores, which all lay be#8e2h In

terms of multivariate outliers, the maximum Mahalanobis distance was

13.55, less than the critickf for 3df at 1 OD[LPXP &RRNfV GLVWDQFH
was 0.19, less than 1. The average leverage value was (k + 1)/n = 0.06, with

one case (case 12) having a leverage value of 0.20, which exceeded the

recommended cuiff point [3(k + 1)/n = 0.17f? suggesting this case

should be investigated fuehto determine whether it is unduly influencing

the equation. The covariance ratio (CVR) was also calculated. The

boundaries were: CVR > 1 + [3(k + 1)/n] = 1.17; CVR <&@B(k+1)/n =

0.83. Two cases fell below the lower boundary: case 5 (CVR = 0.55) and

case 27 (CVR = 0.67) suggesting that these cases damaged the precision of

WKH PRGHOYfVY SDUDPHWHUV )LQDOO\ LQ WHUPV RI RX
case 5 and case 27 had standardised residuals greate th@oase 5 =

3.18; case 27 =2.73). All otker residuals fell withirt2, (97.14% of cases),

suggesting that overall the model was a good representation of the data.

,Q VXPPDU\ LW ZDV UHDVVXULQJ WKDW WKH PD[LPXP &
acceptable, suggesting that no case was unduly influencing theequa
Although case 12 had a leverage value that slightly exceeded the

recommended cuRIl SRLQW LWV &RRNJV GLVWDQFH ZDV
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Nonetheless, it appears that case 5 was an outlier on the solution, and should
be investigated further. As with RQ#he equation was run both with and

without case 5, ani reported both ways.

5.3.3 Standard multiple regression results (RQ5)

Table 5.2 Baseline predictors of perceived social support six months

post stroke

Variables | Social | Social | Social Marital B t sri”
Support| support | network | status
(SSS) 6| (SSS) | (SSNS) | baseline
months | pre- pre-
(DV) stroke | stroke
Social r= .64 | 55| 5.35%* | 24
support B5***
(SSS) pre
stroke
Social = = .01|.16| 1.59 .02
network | .38** A1
(SSNS)
pre-stroke
Marital = = r=.15 251.12|1.21 .01
status 33** 37FF*
baseline
Intercept = .52
Mean 3.83 3.91 61.81 | N/A
(SD) (2.08) | (0.94) | (15.57)
n 70 70 71 71
R’ = .46
AdjustedR’ = .43
R=.68***

**p<.001; *p<.01;*p<.05

& Unique variability = .27; shared variability = .19

Table 5.2is a summary of the regression modrefor regression was
significantly different from zero, with F(85) =18.3Q p <.001The
overall model accounted for 46% (adjusia .43 of the varance in

perceived social suppastoresat six months. Th8 coefficients show that
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only one IV was a significant predictor: social support at baseline: t(68) =
5.17, p <.001. 95% confidence limits were calculated: for social support at
baseline these we10.40 to 0.88; for social network at baseline they were
0.00 to 0.02; and for marital statt16 to +0.67, suggesting that in some
samples this variable has a positive relationship with the DV, and in other

samples a negative relationship, potentialgakening the model.

Baseline social support accounted for 24% unique variance, baseline social
network a further 2%, while the three Vs in combination contributed
another 19% of shared variability. The direction of the relationships suggest
that those wh felt well supported prior to the stroke were likely to feel well
supported six months post stroRdis result is in line with the ANOX
presented in Chapter Four (p2@thich found no significant difference
between baseline perceived social supportsaeihl support six months

later.

Finally, there were concerns that the model did not predict case 5 well.
When the model was rerun without case 5, it accounted for 52% (adjusted
R? = .50) of the variance in perceived social support scores. Thus an extra
6% of the variance could be explained when case 5 was excluded from
analysis. This case was not well predicted by the model in that his perceived
social support scores reduced much more than expected following the

stroke.
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54 Results: What concurrent factor s predict social

network six months post stroke ?(RQ6)

5.4.1 Univariate analyses (RQ6)

Concurrent variables significantly associated with social network at

six months post stroke

Demographic variablesThere was a significant association between gender
andsocial networks. Women had higher social network scores (mean =
61.23; SD = 11.75) than men (mean = 53.33; SD = 17.14), t (68.09) = 2.30,

p < .05, equal variances not assumed.

ANOVA was used to assess the relationship between ethnicity and social
network there was a statistically significant difference in the social network
scores: F(3,67) = 3.19, p < .05. Post hoc comparisons using the Tukey HSD
test indicated that the mean score for Black participants (mean = 71.83; SD
= 10.37), was significantly highéhan for Asian participants (mean =

47.46; SD = 18.31). White British participants (meab6.40; SD = 14.95)
andWhite Othermarticipants (mean = 62.48; SD = 4.83) did not differ
significantly from other groups. The ethnic variable is categorical, which
means it is not possible to enter into a multiple regression equation.
Therefore, a new dichotomous dummy variable was created: Black
participants, notBlack participants. These two groups were statistically
different: t(69) =2.33, p < 0.05. A furtherichotomous dummy variable
(Asian participants, neAsian participants) did not reach statistical

significance: t(69) = 1.98, p =.052.
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Other variablesThe following six month variables were significantly
associated with social network (SSNS) at six menslocial support (SSS)

(r = .46, p < 0.001); activities of daily living (BI) (r = 0.36, p < 0.01);
extended activities of daily living (FAI) (r = 0.33, p < 0.01); aphasia (short

FAST) (r = .37, p <0.01).

Six month variables not significantly associated w ith social network

at six months post stroke:

The following demographic variables were not associated with social
network at six months: marital status (t(691-03, ns); whether living

alone or with someone else (1(69)%22, ns); employment statuggg8) =-
1.65, ns); and age (r = 0.6, ns). In terms of other variables there was no
significant association between social network (SSNS) and the following:
psychological distress (GH@QR) (r =-0.22, ns); stroke severity (NIHSS) (r
=-0.13, ns); dysarthai (t(67) =-0.22, ns); number of emorbid conditions

(r =-0.12); type of stroke (t(69) <4..14, ns).

Summary

Social network at six months was significantly associated with: perceived

social support (p < 0.001), ADL (p< 0.01), extended ADL (a3d),

aphasia (p < 0.01), gender (p < 0.05) and ethnicity (p < 0.05), with women
scoring more highly than men, and black participants scoring more highly
than Asian participants. A dichotomous variable (blacktinlack) was

created to enter into multgplregression.
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5.4.2 Mutliple regression assumptions (RQ6)
Ratio of cases to IVS.here were six Vs that were significantly associated
with the DV. However, extended ADL, and ADL were strongly correlated
with one another (r = 0.66). Since both these Wéggmwere moderately
correlated with the DV (r = 0.33; r = 0.36), and are measuring related
concepts of equal theoretical interest, a decision was made to retain the IV
that had the best distribution. ADL, as measured by the Bl, had a highly
skewed distribition (skewness =2.02), as well as univariate outliers
(maximumz score:-3.62), reflecting that by six months post stroke, most
participants scored at ceiling and were ADL independent. There was also
missing data for two participants. The FAI, by costraad a normal
distribution (skewness $.14), no univariate outliers, and no missing data.
A decision was made to retain the FAI and exclude the BI from further

analysis.

This still meant there were too many IVs: with a ratio of 15 participants for
each 1V, this would suggest 75 participants would be needed. In fact there
were 65 participants (missing data for five participants for the Short FAST;
missing data for one participant for the SSS). Thus there were initially too
many IVs. As set out in theethods section, the equation was initially run
with five 1Vs. IVs which were not statistically significant were removed,
and the equation sein without them. In practice, this meant that gender
was not included in the final equation, as it was not afsignt predictor.

The remaining assumptions were based on running the multiple regression
model with the following four IVs: perceived social support (SSS);
extended ADL (FAl); aphasia (short FAST); and ethnicity (blacknon

black).
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Multicollinearity and sngularity: From the remaining four 1Vs, there was
no multicollinearity or singularity. The Vs did not correlate with one
another higher than r = 0.46. Tolerance values ranged from 0.71 to 0.96,
well above the criterion 0.20. Similarly, VIF values weildalow 10

(ranging from 1.05 to 1.42).

Normality, homoscedasticity, independence of residlrdgiection of the
Normal Probability Plot of the Regression Standardised Residuals suggests
that the residuals were normally distributed as the points li¢aimla

straight diagonal line (seeppendix16). The histogram of the standardised
residuals also supports thseg Apendix16). An examination of the
scatterplot of the standardised residuals versus the standardised predicted
values of the DV suggedtisat the assumptions of homoscedasticity and

linearity were metgee Apendix16).

Independence of errar3 he errors of prediction were independent of one
another, as shown by the Durbin Watson test, which had an acceptable value

of 2.30.

Ouitliers Initially, the IVs and DV were analysed for univariate outliers.

The DV (SSNS) and two IVs (SSS and FAI) had no points that exceeded
+3.29. The other two IVs, however, had outliers, as defined by this criterion.
In the case of the Short FAST this refltthe skewed nature of the
distribution: since most participants scored near ceiling six months post
stroke, the participants who still had severe aphasia were outliers. In fact,
only one case exceede®l29 for the Short FAST (case 193:57). It was
considered that this was acceptable to proceed with. In the case of the final

IV (Black/nonBlack), the difficulty arose due to the small number of Black
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participants i = 5) compared to neBlack participantsr(= 66). This
uneven split could potentially aae its association with other variables to be
deflated™ It was decided to retain this variable for further analysis for

theoretical interest, while acknowledging this limitation.

In terms of multivariate outliers, using a p<.001 criterion for Mahalanobis
distance, the criticaX® for 4dfwas 18.47. In this equation, one case (case

19, the univariate outlier on the short FAST) exceeded this limit and had a
ODKDODQRELY GLVWDQFH RI OD[LPXP &RRNTfV GLV'
than 1, suggesting that there were no cases having an undeadeflon the
equation. The average leverage value was (k + 1)/n = 0.077. Using-+the cut
off point recommended by Stevens [(3(k +1)/n = 0.23] to identify cases
having an undue influence, three cases were identified (case 16 = 0.28; case
19 = 0.35; and case 210.27). The covariance ratio (CVR) was also
calculated. Cases with a CVR value <@B(k+1)/n = 0.77 were identified.

In this model, no case had a CVR value below this limit. Finally, in terms of
outliers in the solution, no case had a standardiseduedst3, suggesting

no outliers, and only one case (case 7) had a standardised residual >2 (
2.21), thus over 98% of cases lie withi®, suggesting that the model was a

good representation of the data.

,Q VXPPDU\ WKH IDFW WKDW WHKHNEDELPXP &RRNYV GL\
standardised residuals all fall withi2.5 suggesting a reasonabile fit to the

data, provided reassurance. Case 19 was clearly an extreme case as it was

both an outlier on the Short FAST, and also a multivariate outlier, according

to its Mahahnobis distance and leverage value. Nonetheless, the model

appeared to predict it reasonably well, and its Cooks distance (0.03)
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provided reassurance that itlshot appear to be unduly influencing the

equation. The equation was therefore run with akgas

5.4.3 Standard multiple regression results

(RQE)

Table 5.3 Concurrent predictors of social network six months post

stroke
Variables |Social Social |Aphasia |ExtendeEthn B t i”
Network |support |(short d ADL |icity
(SSNS) [(SSS) FAST) |(FAI) [(Black/
6 mths |6 mths |6 mths |6 mths other)
(bv)
SSS r= 5.40 |[.38 |3.91**|.14
AB*F*
short FAST|r =.37** [r=.10 1.45 |.29 |2.57* |.06
FAI r=.33** r=.01 = 32 25 (2.25* |.05
.51***
Ethnicity [r=.27* |r=.15 |r=-.25* |-.20 20.18 .34 |3.36** .10
Intercept =17.94
Means(SD)56.78 3.83 18.02 |19.11 |1.07
(15.44) |(1.08) |(3.09) |(11.91) ((.26)
n 71 70 66 71 71
R’ = .46°
AdjustedR’ = .42
R = .68***

**p<.001; *p<.01;*p<.05

& Unique variability = .35; shared variability = .11

Table 5.3s a summary of the regression modrefor regression was

significantly different from zero, with B(64) =12.39 p <.001The

overall model accounted for 4686 the variance in theocial retwork

scores AdjustedR? = 42, suggesting that 42% of the variance in social

QHWZRUN VL[ PRQWKY SRVW VWURNH FDQ EH H[SODLQ
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support, aphasia, ethnicity and extended ADhe B coefficients show that
all four 1Vs were significant @dictors. Inspection of the 95% confidence
intervals shows that for none of these Vs did the confidence limits include

zero, supporting their significance.

The IV with the largest value was social support, suggesting this variable
explained the most variance in the social network scores. Inspecting the
squared sernpartial correlations of the IVs shows that social support
accounted for 14% unique variance; ethnicity accounteddfr; Aphasia

for a further 6%; and extended ADL for 5%. The four IVs in combination
contributed another 11% of shared variability. The direction of the
relationships suggested that the people with the strongest social networks
were those who: felt bettermoorted; had fewer language difficulties;
performed more extended ADL; were of African or Caribbean ethnic

background.

Finally, the equation was-rein, this time excluding Case 1% remained
at 0.46 (adjusted®R= .43) providing reassurance that thige case was not

having an undue influence on the regression model.
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5.5 Results: What baseline factors predict social

network six months post stroke? (RQ7)

5.5.1 Univariate analyses (RQ7)

Baseline variables significantly associated with social network at  six
months post stroke

Baseline demographic variablegender and ethnicity did not vary from
baseline to six months, and so the analysis of the previous question applied,
and both variables were significantly associated with social network at six

months.

Other baseline variablesphasia measured two weeks post stroke (short
FAST), was significantly associated with social network at six months (r =
.37, p <.01). The following social variables measured at the time of the
stroke were also significantly assated with social network six months
post stroke: perceived social support (SSS) (r = .36, p <.01) and social

network (SSNS) (r = .75, p <.001).

Baseline variables not significantly associated with social network

at six months post stroke

The following baseline demographic variables were not associated: age (r =
0.06, ns); whether living alone (t(68) = 0.06, ns); marital status (t(69) =

0.26, ns); employment status (t(69) = 0.85, ns). Other baseline variables also
not associated were: ADL (BI) (r =18, ns); extended ADL (FAI) (r =

0.19, ns); dysarthria (F(2, 68) = 0.91, ns); stroke severity (NIHSS) (r = 0.03,
ns); psychological distress (GH{R) (r =-0.16, ns); type of stroke (t(69)-=

1.14, ns); number of emorbidities (r =0.12, ns).
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Summary

The following baseline variables were significantly associated with Social
Network six months post stroke: social network (p < 0.001), aphasia (p <
0.01), perceived social support (p < 0.01), gender (p < 0.05) and ethnicity (p
< 0.05). These five variablegere considered for entry in the multiple

regression equation.

5.5.2 Multiple regression assumptions (RQ7)
Ratio of cases to IVS.here were five IVs that were significantly associated
with the DV. This meant there were too many IVs, given that n = 68
(missing data for one participant on SSS; missing data for three participants
on short FAST). Therefore, the equation was run, IVs which were not
statistically significant were removed, and the equatiemumewithout them.
In practice, this meant that penoed social support, ethnicity and gender
were excluded from further analysis. The IVs included in the final equation
were: social network at baseline; and aphasia at baseline. The remaining
discussion of assumptions is based on running the multiple segresodel

with these two IVs.

Multicollinearity and singularity The IVs did not correlate with one another
higher than r = 0.23, suggesting an absence of multicollinearity. The
tolerance value was 0.95, well above the criterion 0.20. Similarly, the VIF

value was 1.05, below 10 and acceptable. There was also no singularity.

Normality, homoscedasticity, independence of residlrdgiection of the
Normal Probability Plot of the Regression Standardised Residuals suggests
that the residuals were normally wilsuted as the points lie in a fairly

straight diagonal linesge Apendix16). The histogram of the standardised
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residuals also supports thseg Apendix16). An examination of the
scatterplot of the standardised residuals versus the standardisetepredi
values of the DV suggests that the assumptions of homoscedasticity and

linearity were metgee Apendix16).

Independence of error3he errors of prediction were independent of one
another, as shown by the Durbin Watson test, which had an accejatiaige

of 2.44.

Ouitliers. Initially, univariate outliers were investigated among the 1Vs and
DV. No case had a standardised scar8.29, suggesting no outliers. In

terms of multivariate outliers, the maximum Mahalanobis distance was
10.51, less than theitcal X* IRU G| DW OD[LPXP &RRNTfV GLVYV
was 0.74, less than one, and therefore acceptable. The average leverage
value was (k + 1)/n = 0.044. Using the-ciit point recommended by

Stevens [(3(k +1)/n = 0.13] to identify cases having an undue influemce,
cases slightly exceeded this limit with values of 0.16 (case 11) and 0.14
(casel6). The covariance ratio (CVR) was also calculated. The boundaries
were: CVR > 1 + [3(k + 1)/n] = 1.13; CVR <&(3(k+1)/n = 0.87. Two

cases fell below the lower boundacgse 15CVR = 0.65 and cas®&4

(CVR = 0.78) Finally, in terms of outliers in the solution, case 15 had a
standardised residu&8.25. All other residuals fell betweei.5, suggesting

a reasonable fit of the data.

In summary, the model appedto bea reasonable representation of the
data, with no outliers on the solution (no standardised residtal2$).
OD[LPXP ODKDODQRELV GLVWDQFH &RRNYV GLVWDQFH

provided reassurance that no one case is having an undue influence on the
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model. Nonetheless, Case 15 had a low standardised resi@l@al)(and

low CVR value R will be reported both with and without this case.

5.5.3 Standard multiple regression results (RQ?7)
Multiple regression was run wittwvo IVs: social network at basaek; and
aphasia at baselin€he unstandardized regression coeffici€Bis
standardised regression coefficieqty t values and the semipartial

correlationgsri2) are presented below Table 5.4

Table 5.4 Baseline predictors of social network six months post

stroke
Variables | Social Social Aphasia | B t sri”
Network | network | (short
(SSNS) | (SSNS) | FAST)
6 mths Baseline | Baseline
(DV)
Social r= .70 | .71 | 8.96*** | .48
network | .75***
(2 wks)
Aphasia | r=.37** | r=.21* .89 | .22 | 2.80** .05
(short
FAST)
2 wks
Intercept:-1.24
Means 56.78 61.81 16.49
Standard | 15.44 15.57 3.81
Deviations
n 71 71 68
R =.61°
AdjustedR* = .60
R=.78***

¥+ p<.001;*p<.01,*p<.05
& Unique variability = .53; shared variability = .08
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R for regression was significantly different from zero, witR,/g5) =51.71,

p <.001.The overall model accounted for 618fthe variance in thsocial
networkscores AdjustedR? = .60, suggesting that 60% of the variance in
VRFLDO QHWZRUN VL[ PRQWKY SRVW VWURNH FDQ EH F
network prior to the stroke, and the severity of aphatsbaselineTheB
coefficients show that both Vs were significant predictorsisdmetwork:

t(68) = 8.96, p < 0.001; aphasia: t(68) = 2.80, p < 0 .01. Baseline social
network accounted for 48% unique variance, aphasia accounted for 5%. The
two 1Vs in combination contributed another 8% of shared variability. The
direction of the relonships suggest that the people with the strongest

social networks were those who: had strong social networks prior to the

stroke; had fewer language difficultipsst after thestroke.

As there were concerns that case 15 was having an undue influretiee o
equation, it was run once more without this c&8es .63, and adjustef =
.62, thus not substantially different from the model with case 15 included.
Case 15 represented someone whose social network changed very
substantially post stroke, whick why his baseline social network was not a

good indicator of his network six months post stroke.

5.6. Summary

Four research questions were addressed in this chapter. The main results

were as follows:
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RQ4: what concurrent factors predict perceived social support six

months post stroke?

Roughly 40% of the variance in perceived social support six months post

VWURNH FRXOG EH H[SODLQHG E\ WKUHH YDULDEOHYV
marital status, and their level of psychological distress. Spaltyfj those

with strong social networks, who were in a relationship, and had low levels

of psychological distress were likely to perceive themselves to be well

supported six months after a stroke.

RQ5: what baseline factors predict perceived social support six

months post stroke?

Only one baseline factor was a significant factor in predicting perceived
social support six months post stroke: how well supported a person felt prior
to the stroke. No other baseline factor was a significant predictor, thus
seveity of stroke, level of disability, aphasia, and psychological distress at
time of stroke, did not influence patterns of perceived social support in the
monthsfollowing the stroke. It appeareghdat perceived social support was a
relatively stable constat: those who felt welsupported prior to the stroke
were likely to feel well supported post stroke, regardless of stroke severity.

The model accounted for 43% of the variance in perceived social support.

RQ6: what concurrent factors predict social netwo rk six months

post stroke?

Forty-two per cenbf thevariance in social networks coubeé explained by
the following variables, all measured at six months post stroke: perceived
social support, ethnic background, aphasia, and extended ADL. Thus the
peoplewho had the strongest social networks six months post stroke were
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those who: felt well supported; were of African or Caribbean ethnic

background; and had few language or activity limitations.

RQ7: what baseline factors predict social network six months po st

stroke?

Only two baseline variables were significant predictors of social network six

PRQWKY SRVW VWURNH D SshHdie/ 8Q §phasl&RaSLDO QHWZRUN
measuredt the time of thaetroke. Together, they explained 60% of the

variance in social netorks. No other baseline variable wasignificant

predictor, br example, severity of stroke, level of disability, psychological

distress, even social variables such as perceivadl support and marital

status $ SHUVRQYV VRFLDO QheWa@sRdighifiGtH VWURNH ZDV
predictor (accounting for 48% of unique variance). Aphasia was the only

RWKHU SUHGLFWRU VXJJHVWLQJ WKDW ODQJXDJH GLII
ability to maintain their social network, more so than any other stroke

related factor.

5.6.1 Overall summary
Perceived social support appeatedbe relatively robust afte stroke:
those people who fewell supported prior to the stroke wedikely to feel
welFVXSSRUWHG SRVW VWURNH 6LPLODWMIREN\ D SHUVRQT
strake was the strongest predictor of their social network six months post
stroke. Other factors, such as stroke severity, disability, and psychological
distress, meased at the time of the stroke, didt predict either social
support or social networks smonths post stroke. The exceptiwas

aphasia: language disabilityes the only strokeelated factor measured at
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thetime of the stroke that impactdd Q D SHUVRQYY DELOLW\ WR PDLQV

strong social network over the following six months.

In terms of variables measuratkix months post stroke, perceived social
support predicted social network, and vice versa, confirming the close
relationship between these two concepts. Additionally, perceived social
support was predicted by marital s&fand psychological distress. Social
network, by contrast, was predicted by ethnicity, aphasia and extended

ADL.

241



Chapter Six. Friendship following a stroke

As shown in Chaptdfour, the Friends factor of the Stroke Social Network

Scale was the only donmathat changed significantly post stroke. Thus

IULHQGVKLSY DSSHDU WR EH D YXOQHUDEOH HOHPHQW
replicating the findings from other research profe&t€* " However,

although it is welestablished that people appear to be at risk of losing

friends post stroke, it is$s well understoodhy people lose their friends,

and how this process is perceived by the individual. Further, not everyone

loses their friends, and even those who do are unlikely to lose all their

friends. Yet it is unclear what factors protect somentiships and not

others, and which people are particularly at risk of losing their friends.

In seeking to explore these issues, this chapter addresses the broad research
question: what happens to friendships post stroke? (RQ6). This is further

broken downnto the following four components:

A) Is there a reduction in contact with friends following a stroke?
B) What are the perceived causes of friendship loss?
C) What factors help to protect friendships?

D) How is friendship loss and change perceived by the individual?

7KH WHUP pHIULHQGY LQ Wuérdd aiXsDolcahstswyicd DQDO\V LYV
were neither family nor paid, including both close, confiding friendships as

well as those more peripheral to the individual. Thus friendship in the

context of group activity ialso considered. For the quantitative data only

LQIRUPDWLRQ RQ PFORVH IULHQGVY ZDV FROOHFWHG
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MSHRSOH tROVHHAO. WK DQG RU FDQ WDON DERXW ZKDW

Information was also collected on group membership.

In section 6.1 evidence is provided from Stage One of the project. The
remainder of this chapter uses qualitative evidence, from Stage Two of the
project, and is based on the following paper: Northcott and Hilari (2041)

copy of this paper is provided in Appendix 17.

6.1 Stage One: quantitative data on friendship and groups

6.1.1 Is there a reduction in contact with friendships post stroke?
As reported in 4.3, the Friends factor of the Stroke Social Network Scale
was the only subdomain to show significant chavdgigks ] /DPE GD

F (2, 68) = 8.49, p = .001,= .20

In order to investigate which items of this subdomain were changing, and if
any were remaining stable, each of the four individual items were analysed:
F1 (number of clos&iends), F2 (how often they saWweir close friends), F3
(how often in telephone, letter or email contact with close friends), and F4
(what proportion of their friends live close by). Descriptive statistics for
these fourtems are presented in Table 6edlow. Raw scores are provided,
for ease of interpretation. The number of close friends is cappeden in

order to reduce the effect of tiats, as justified in Chapter Three
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Table 6.1 Friends factor : descriptive statistics for baseline, three

months and six months

Friends subdomain (taken from Stroke Social Network Scale)
Baseline 3 months 6 months
(n=87) (n=76) (n=71)
F1 Number of close friends*
Mean (SD) 4.12 (2.29) 3.71 (2.23) 2.89 (2.31)
Range 0 +7 0 +7 0 +7
n=175 n=70
F2 Frequency of face face
contact**
Mean (SD) 2.99 (1.65) 2.40 (1.59) 2.17 (1.68)
Range 0 5 0 5 0 5
n=75
F3 Fequency of telephone,
letter oremail contact**
Mean (SD) 3.08 (1.75) 2.71(1.79) 2.57 (1.78)
Range 0 +5 0 5 0 5
n=75 n="70
F4 How many close friends
live nearby***
Mean (SD) 1.46 (1.02) 1.20 (1.01) 1.23(1.12)
Range 0 +3 0 +3 0 +3
n=385 n=75

GHILQLWLRQ RI pFORVH IULHQGY SHRSOH \RX IHHO DV
about what is on your mind
**Responseoptions: 0 = not at all; 1 = about once a month; 2 = 2 or 3 times
a month; 3 = at least once a week; 4 = 2 or 3 times a week; 5 = every day
***Response options: 0 = none of them; 1 = some of them; 2 = most of
them; 3 = all of them

In order to determine if significant change had taken placewarye
repeated measures ANOVAs were carried out for all four items. There was

significant change in the following three items:

o F1, number of close friendsLONVY /DPEGD )
9.46,p < .001
o F2, frequency of face to face contact, ONVY /DPEGD )

68) = 7.32, p = .001
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o0 F3, frequency of telephone, letter and email contactQ NV §

Lambda = .90, F(2, 67) = 3.80, p <.05

The only item where there was no significant change tiva proximity

item.

Figure 6.1 below provides information on how many friends participants

had at baseline and six months post stroke. As can be seen, at baseline 14%
of participants described themselves as having one or no friends (10%
reported havingmfriends). By six months, this had risen to 36% having

one or no friends (20% no friends). Conversely, at baseline 36% of
participants reported they had six or more friends, while at six months only

16% reported having six or more friends.
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Figure 6.1 The number of close friends, before and after a stroke

14%

36%

In summary, as anticipated by the literature, not only do people have fewer
friends after a stroke, there is also a reduction in face to face, telephone,
letter and email contact. Further, the proportion of people who no longer
have any friends rises from 10% at baseline to 20% at six months post

stroke.
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6.1.2 Is there a reduction in group involvement post stroke?

As reported in Chapter 4, there is no sigiht reduction in the Group

factor of the SSNS following a stroke. Table 6.2 provides information on

the two items that make up this factor.

Table 6.2 Group factor: descriptive statistics for baseline, three

months and six months

Groups subdomain (takenfrom Stroke Social Network Scale)
Baseline 3 months 6 months
(n=287) (n=76) (n=71)
WN2 Number of groups
Mean (SD) 0.88 (1.00) 0.71(0.94) |0.79 (1.00)
Median(IQR) 1.00(0 +2) 0(0 £1) 0(0 £1)
Range 0 +3 0 +3 0 +3
n= 85 n=7175
WN3 How actively involved
in groups*
Mean (SD) 0.74 (0.89) 0.48 (0.77) | 0.57 (0.85)
Range 0 +2 0 +2 0 +2
n= 85 n=73 n=69

* 0 = not active even if belong to a group; 1 = fairly active; 2 = very active

There is a trend towards participants having the least group involvement at
three months post stroke, and the most involvement prior to the stroke. The
dip at three months may reflect that many participants were still in
rehabilitation units at this timeopt, or had only recently returned home.

However, this pattern does not reach statistical significance.

Even prior to the stroke, 55% of participants were not actively involved in
any group. This figure rises to 68% at three months post stroke, and 67% a

six months.
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6.2 Stage Two: qualitative data on friendship

Part of the qualitative interview probed friendships (see Topic Guide in
AppendixSeven. The data on friendship change is presented here. Support
provided by friends is explored in more detailChapter Nine. The sample

for this dataset is desbed in Chapter Four (see 4.2pdthe qualitative

interviewing techniques used described in Chapter Three (see 3.7)

6.2.1 Perceived causes of friendship loss post stroke
There were a variety of reasons that people gave for why they had lost
friends such as loss of shared activities, reduced energy levels, poor
mobility, unhelpful responses of others, environmental barriers, aphasia, and
the changing social desires of pafants. In some cases, it was clear that a
IULHQG ZDV pORVWYT WR D SDUWLFLSDQW IRU H[DPSOF
them since the stroke. In many cases, however, it was less clear cut:
participants may have less or no contact with a person pose strat still
FRQVLGHU WKHP D plULHQGY 7KXV WKLV VHFWLRQ H[S
IULHQGY ZHUH pORVWY EXW DOVR ZK\ SDUWLFLSDQWYV

or saw them less frequently.

Loss of shared activities

A major change in how friersthips functioed post stroke was the loss of
shared activities. Although the purpose of some of these activities may not
have been primarily sociable, in losing the activity participants also tended
to lose the friends and social contacts that was a ptré @xperience.

There was a wide range of lost activity described, including work, attending
religious services, sport, cultural activities, organised groups and other

social or semsocial events.
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An example of a participant who had made good friehdsigh an activity,

lost post stroke, is Gerta. Gerta was 82 at the time of the stroke and lived

alone. Prior to the stroke she attended a circle dance class, which she

enjoyed:p:HOO RQH WKLQJ ZKLFK , ZDV YHU\ IRQG Rl GRL(
the stimulabn anG WKH FRQWDFW DAQ&B her istoke BelidRaD VKL SV
members of the class came to visit her in hospital, sent her a plant, and were

HYHU\ FRQFHUQHG DIWHUZDUGYV Db&x®vetif@ WHG PH WR F
and exhaustion she decided itwyast WRR PXFK , FDQTW GR LW HYHQ
HQMR\HG L WAYy¢atJon,BhemK Idihger sees any of the contacts she

knew through the class.

Reduced energy levels

People felt exhausted post stroke, even in this chronic phase, which
impacted on their desi@nd ability to socialise. Even those with mild
strokes described restricting social engagements and coming back early
from social events. Exhaustion could also have a negative impact on
socialising in the home. An example is Bridget, 74 years old anmd)l

her own. Following the stroke, she was housebound and often exhausted.
Although lonely and wanting company, she found herself pushing away

potential guests, as the following excerpt illustrates:

H+RZ FDQ \RX LQYLWH VRPHER@btoBIES, DOO RI D VXGC
DQG \RX FDQTW FRPSUHKHQG RU KDYH WHD ZLWK WK
not very nice you know. Somebody did ring me up one day, and say,

\RX NQRZ FRPH DQG ,100 EULQJ WKH FDNHV , VDLG
\RX NQRZ RWKHUZLVH RliadXSayHBat WAEKD WV ZKDW

SXW WKH SKRQH GRZQ , FULHG EHFDXVH , KDG WR JR
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Exhaustion also made it harder for participants to initiate or arrange social

events. An example is Patricia. Friendships which relied on her taking the

lead onorganisation had slipped away from her since the stroke, as she no

ORQJHU KDG WKH HQHUJ\FO R WDHRH RRWMKKIUH G ROMH SKR
them [a group of friends] and make arrangements and go out with them any

PRUH«, MXVW GRQfW KWK WHKBGRHWIMNWHYHPSQH 1

Poor mobility and other physical symptoms

For those who were housebound, they were only able to see friends who
were prepared and physically well enough to come to them. Since friends
are usually of the same age, for some ofdider participants this could

mean that face to face contact was no longer possible. Even those able to
leave the house independently could report being fearful of having a fall,

meaning they stayed at home more than they used to.

Other physical symptomP OVR LPSDFWHG RQ SHRSOHYV VRFLDO ¢
directly (for example, difficulty writing making correspondence with old
friends no longer possible), or indirectly (visual field disturbance meaning

they could no longer drive).

Unhelpful responses of others

The most extreme negative response was where the participant felt that a

friend, or even an entire friendship circle, had abandoned them after the
VWURKHQUW ZDV VWLOO DOULJKW , GLGQYW KDYH Wtk
everybody likes me, once | got thomke, e RQH FDUH DERXW PH DQ\ PRU
Other unhelpful responses reported included friends who ridiculed them;

friends who told them how to feel; friends who pitied or patronized them.

JRU HI[DPSOH RQH SDUWLFLSDQW GHVFWIEHG KRZ ZRL
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changed since he came back from the strgké KH \RXQJ FKDSV DW ZRUN W
WR IHHO D ELW PRUH KRZ FDQ , VD\ VRUU\ IRU PH WR
OLNH UHDOO\ WKH\ WU\ WR WUHDW PH DV \RX NQRZ

EOHVV KLP RRHYWKIRW XURQJ ZLWK KLP 1

Environmental barriers

Using public transport could become more difficult post stroke, and it was

universal for participants to avoid lengthy or complicated travel. Similarly

RWKHU IDFWRUV OLNH DQ[LHwhsegsRXW pGLIILFXOWY EX
insufficient toilets, or a lack of suitable seating, could deter participants

from going out.

Aphasia

Those with aphasia appeared to have the most negative experiences in terms

RI RWKHU SHRSOHfV UHVSRQVHV aheMmarUDO UHSRUWHG
mocking their speech, which could lead to a sense of shame or
HPEDUUDVVPHQW DQG DQhBNRGGO@FH RI WDONLQJ p
PLVWDNH« 7TKDWY{V ZK\ VRPHWLP HViere Ma¥%WoN NHHS TXLH\
other physical symptom which was similanhocked. The most extreme

QHIJDWLYH UHVSRQVH RI pGHVHUWLQJY WKH SDUWLFLS
altogether was again only reported by those with aphasia. They were also

more likely to experience difficulties keeping in contact with friends who

lived abrod, as writing and speaking on the telephone could be difficult.

Finally, those with aphasia were the most likely to say that even where they

still saw friends, the substance of the friendship had been altered, for

example, humour could be more difficulorversations were less likely to

be two way, it could be harder to join in or get their point across.
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Although there were people with aphasia who had not lost friends, all the
participants in this project who had lost their entire friendship networks had

aphasia.

Sfe%oco%o o' ...<fZ Trec"Te '~ "fr—c. < fo—eB 1 offe —* & 7'
>0t 770
Part of the reason why friendships changed post stroke appeared to stem
from the changing social desires of the participant. In part, this was a
response to the many factors described above: socialising with friends
becomes a less attractive option if améatigued, walking is more effortful,
communicating is a challenge, or the logistics of travelling to and attending
an event become more onerous. However, there were also more internally
driven reasons given by participants as to why they no longehashine
desire to see some or all of their friends and acquaintances. There was a
VHQVH WKDW PDQ\ SDUWLFLSDQWY ZHUH pFORVLQJ LC
to withdraw from the wider world. They gave a variety of reasons for this

phenomenon.

Participants dscribed how they felt less good company now: if previously

they had felt themselves to be witty and fun, they might now feel boring.
For example, one participant said he worried that he will seem dull, out of
date, and less knowledgeable now that he speodmuch more time at

home and is not out and about working or at various cultural events.

There was also a reluctance to have others see them unwell or disabled: they
worried that others would dismiss them, value them less, or pity them. Some
spoke of éeling ashamed or setbnscious. Even those who did resume

social activities could keep themselves seetached to avoid others
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noticing the extent of their disability. An example of someone who resumed

an activity but felt removed from social contact58year old Edward.

Before his stroke he had taken up archery, becompifigX L W HH@ R&IG

only recently gone back and struggled with the coordination required: he felt

he was nowWuDEVROXWHO\ XVHO HMé&/destridel thw knidadt KRRWLQJ

this hadon him:

H$QG \RX WHQG WR IHHO D ELW PRUH YXOQHUDEOH V
DUH SHRSOH ORRNLQJ DW PH \RX NQRZ KHfV D WRW
KHUH DQG \RX JRW DOO WKHVH SHRSOH URXQG \RX
and | tried to stay back, away from people, 8oDW , ZDVQYIW LQYROYHG ¢

(Edward, p3)

Many participants described feeling more introverted. An example-is 74

year old Gordon. He knew many people locally, having lived in the same

house for over 20 years. Before his stroke he gad, @ XVHG WR JR RXW V
mucKk EHIRUH , XVHG W,Rnd descabdd YikhselfBKRdbtghing.

Following the stroke, although physically able to walk, he commented,

MXVW GRQYW IHHO OLNH JRLQJ RXW QRZ«MXVW |, VHHI
Others describe how going out to ehgpeople could be a cause of anxiety

and fear. In comparison, staying at home could make a person feel secure.

The stroke could make them reassess their own vulnerability, and redraw

the boundaries of where they felt comfortable. This is illustrated by th

following quote:

H, IHOW TXLWH VDIH LQVLGH WKH KRXVH DQG , GLGQ

JR RXWVLGH , FRXOGQTW VHH DQ\ SRLQW LQ JRLQJ |
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become quite introvert and frightened when you have [a stroke],

EHFDXVH \RX UHDO R HRXOBGHUP VBKINMUHY S

Feeling unwell, depressed, anxious, -elfiscious, or the effort of

concealing the stroke could all make social situations less enjoyable.

Further, some of the functions of social activity were arguably lost. Social

gatherings tht¥ KDG EHHQ IXQ DQG WDNHQ WKH SDUWLFL
worries, could now be stressful and heightened their awareness of their own
GLIILFXOWLHV S$FWLYLWLHYVY ZKHUH WKH\ KDG SUHYLF
bolstering their selesteem and status, couldw have the opposite effect.

Loss of reciprocity could also challenge their sense of social identity. A

common refrain was that people could no longer be bothered with many

social activities.

If in part participants were withdrawing from their wider sbevarlds out

of a sense of vulnerability or the emotional discomfort of socialising post
stroke, there was another strand of reasoning that also emerged from the
data. There appeared to be a revamping of what was important, which was
reflected in a new settivity about social engagement. There was often a
preference for seeing family and only close friends. Interactions with
acquaintances or strangers appeared to be less valued post stroke. One
participant said he used to find meeting new people exoitingreas now

KH IHHOV LWYV D ZDVWH RI WLPH DQRWKHU GHVFULE
longer has tolerance fqu D L P O H V V By KdDtvedl/ selkfal described the

comfort they have found in talkinpgtWKH VDPH R®@@B [WEELVKY

established friends.
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It was also common for people to report that since the stroke they preferred
meeting up with friends one to one or in small groups. Large crowds and
noisy gatherings were often avoided. This phenomenon is illustrated by

Gerta, 82 years old and living orrhown.

pH, KDYH EHHQ LQYLWHG WR VRPH PHDOV RXW EHIRUF
often very noisy in some of the restaurants, you know, and in some

SODFHV WKDWV WKH SRLQW ZKHUH \RX ITHHO \RX KI
changed a bit. One is more inclined to tallotee person, and not to

PL[ WRR PXFK LQ D ELJ FURZG 1 *HUWD S

The stroke could enable participants teex@luate what they were looking

for in their social worlds. This is illustrated by -$8ar old Pratik. He
described how the stroke was a turningnpoand a catalyst for change.
Following the stroke he was no longer prepared to be in social situations
which made him unhappy, and he consciously chose to lose touch with a

group of friends who he felt undermined him.

Participants who reported a chanigetheir desire to socialise lost many,
sometimes all, of their friends and acquaintances. It appeared that these
internally driven reasons were a major factor in understanding the reason

why friendship loss is so frequently described post stroke.
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6.2.2 What factors help to protect friendships?

Tt1Zco%o T...2%¢%7 —* f "7ctet
The greatest protection of all was the quality of the friendship prior to the
stroke. Those who felt very close to someone generally succeeded in
maintaining such a friendship, even wiénere were various other
obstacles. The friends least likely to be lost were those wh® U H G |
MVKRZHG RRiQuvihan Qe had shared history, and who knew them
ZHOO HQRXJK WKDW W K HéorfsdicaQfveéxapidlel @boodR ITHHO VHO!
dropping df to sleep when together. Conversely, those on the periphery of

their social network were more vulnerable to being lost.

Proximity
Living locally was a strong protective factor for the friendship. It meant
there was no need to negotiate public transputtthat visits could be more

spontaneous.

Availability of the friend
9DULRXV IDFWRUV DIITHFWHG KRZ uyDYDLODEOHY D IULH
they were retired, were mobile, could drive, were in good physical and

psychological health, and had few oteemmitments.

Not activity based prior to the stroke

Those friendships that were partially or wholly based around meeting up in

HDFK RWKHUfV KRPHVY DSSHDUHG WR EH PRUH UREXVW
the participant only saw the friend when out and gdou example, when

going to an activity.
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Regular, supportive groups

Several participants described going to a particular café, pub, club or group
at least once a week, in some cases, almost every day. Thus there was an
HOHPHQW RI1 pVFDI tkReOndtiqgiilaceZafhd tirtd Bvas regular,
which made maintaining such friendships easier. Participants described
talking to whichever of their friends happened to have come along that day.
This method of meeting friends avoids the necessity of initiating or

organising contact, and although fanreanged was often relatively informal

It was possibly the most supportive type of group the participant could
attend, since it was likely they would know all members, which could help
if they were coming to terms withew disability. There may have been
something protective, too, about the fact that the friends all knew each other
in these set ups, thus could potentially support one other in supporting and

accommodating the participant.

In a similar vein, friendships made through church or mosque also had a
SURWHFWLYH pVFEDIIROGLQJY VR ORQJ DV WKH SDUW
attend religious services post stroke, they would be met by a supportive

community on a regular basis.

Family friends

Where a friend knew the spouse, the participant could be enabled to remain
in contact with them since it was the spouse who would be likely to be
organising the contact, and, for example, inviting them to the house and

hosting them.
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Being open about having had a stroke
Those participants who were open about their stroke and its consequences

succeeded in maintaining their most important friends in this project.

Frcotho [ 1R F okl o L (fZ eEoTMITe e L S ey
For these participants,iénds, as opposed to family, occupied a central role
in their social network prior to the stroke, and were likely to be the main
source of emotional and companionship support. Almost all those with
friendsbased social networks pstroke reported maintairg their most
important friends, if not all their friends, post stroke. This is discussed in

more detail in Chapter Eight.

The case example below illustrates how these protective factors can help

someone maintain their friendships, even where they hdasip

Retaining friends despite having aphasia

ia.

Andy was 69 when he had his stroke, leaving him with moderate aphas
Despite his language difficulties, he felt the stroke had not changed his
friendship patterns. He is an example of someone who had ohamsy
MSURWHFWLYHY IDFWRUYV -&tlabigheétiGndduppyrive KH KDG D OR
group of friends who lived locally, whom he saw at a nearby club on a
UHJXODU EDVLYV -EBWDE Y RFUDEDQGNWZRUN SULRU WR
stroke had not affectdds mobility; he was open about his aphasia and
VWUDWHIJLHY WKDW KHOSHG DQG KH GLG QRW GLVSOL
himself: W' RQTW DIUDLG NHHS WDONLQJ GRQYW VKXW DZCLC

WKDW |, ZRXOGQTW GR DQ\ RI WKDW ¢
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6.2.3 How is frie ndship loss and change perceived by the individual?

There was much variation in how people felt about their changing social
situation: although some were devastated, not everyone lamented the

changes.

The participants who were the most hurt by the changes those who felt
rejected or mocked by people they had thought were friends. The hurt could
additionally be accompanied by bitterness, a lack of comprehension about

why their friends had abandoned them, and anger or defensiveness.

More commonly, partipants did not express bitterness or hurt, but did feel

a sadness that they were no longer in such frequent contact with friends and
acquaintances. They missed activities and social events that they had given
up, such as dancing classes or going to fdlothatches, or even their daily

walk.

Sadness was often tempered by the hope that their situation would improve.

Many participants still hoped that in the future they would be able to resume

various activities. An example is Pablo, 63 years old with aphte

described friends he knew through fishing. Since his stroke, he had not been

able to go fishing and no longer saw these friends. However, he still
FRQVLGHUHG KLV ILVKLQJ IULHQGY WR EH KLV plULHC
day he vould go fishing agam, and the friendships auld be picked up at

that point. Thus although he was sad that he could not go fishing, he did not

IHHO KH KDG pORVWY KLV IULHQGYVY ,QGHHG D UHFXI
GLGQYW IHHO OHVV FORVH WRWUGH®GYWD QIEHV\R RHPOV |
often. While they might wish they could see them more, it was not hurtful,

did not challenge their concept of friendship.
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Participants also expressed sadness about the ways in which even close

friendships had needed to change posikstr Particularly for those who

were housebound, an element of reciprocity could be lost. This is illustrated

by Adebomi, 68 years old with aphasia. She was now reliant on friends

visiting her, and when they arrived, not only could she not offer them la mea

VKH KDG SUHYLRXVO\ EHHQ D NHHQ FRRN VKH FRXO!

of tea, all of which she found upsetting. Many of those with aphasia

described frustration and distress relating to the difficulties in having

conversations with friends.

There wee also those who were positive about losing friends and
acquaintances: they no longer wanted to be out and about mixing with

people, preferring to limit their social interactions.

Finally, a small subset of participants felt that their friendships had bee

strengthened by the stroke, which was a source of happiness to them.

6.2.4 Unpacking the relationship between depression and loss of

friends
A theme emerging from the interviews was the prevalence of depressive
type symptoms in this chronic phase pstsbke such as feelings of sadness,
despair and anxiety, having no energy, lack of interest or motivation to
engage in activities, low se#fsteem, and a sense of feeling stuck or
HOLIHOHVVY 6XFK GHSUHVVLYH IHHOLQJV FRXOG PD
socalise: a wish to withdraw and retreat from others was common as

described above. The lack of social contact, however, arguably intensified
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the feelings of depression, such that a vicious cycle could be set up. This is

illustrated by the following case exaiae. Before the stroke, 6ar old

Patricia was a journalist who prided herself on her fluency and humour. The

stroke left her with mildly reduced fluency which in turn meant that in the

months post strokept, GLGQIW IHHO WKDW , vr&aGonwKH ULJKW OF
KROG P\WVHOI XS LQ FRPSDQ\« , GLGQYW IHHO WKDW
P\VHOI , GLGQTW ZDQW WR JR WR SODFHV DQG QRW E
ZD\ , GLGQ W PHdH10 the BtRkeGIt Had a busy social life, post

stroke ths was severely restricted. She also described her depression, where

life seemedpuYHU\ GXOO DKHKUKBLWPHYH FRXOGQYW VHH D ZD\
despair, no longer had any energy or interest in life. She described the

relationship between reduced contact angresion: p, GLGQIW JR >RXW@
EHFDXVH , IHOW LQVHFXUH DQG , IHOW LQVHFXUH EHF
RI EXLOW XS WR WKLYV SilitgHOho@d, deiHSnotHiNgy HG @ 1
PDGH KHU I|HIHhae Orelipeés® Loneliness frightens me mbent

DQ\WKLQJ DW DOO |

6.2.5 New friendships and group activity post stroke
A subset of participants attended new facilitated groups following their
stroke. These groups could be run by charitable organisations, and designed
for a certain subset of thaake population (for example, the younger stroke
survivors, or those with aphasia). Others attended groups at rehabilitation

hospitals, or run through the local council or social services.

Some participants spoke of liking the people they met throughgsoaps

and found it a positive experience. This, however, was not universal, and
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others described not having much in common with the other group
attendees. None in this project referred to people they had met through
VXFK JURXSV DV plULwhQHad/I§st alkhis @ie&ds pdsv
stroke, was asked whether the people he met at stetded groups

substituted for the lost friends, he said no, and started to cry.

6.3 Combining qualitative and quantitative data:

complementary evidence?

Both thequantitative ad qualitative evidence sugggsople are at risk of
losing friends post stroke. In fact, the quantitative data may underestimate
the extent of friendship loss as it focuses on close friends rather than
peripheral contacts. It is those on the periphery, however, who appear to be
partiaularly vulnerable network members according to the qualitative data.
Both data sources demonstrate not only that friends were lost, but also that
there was reduced contact with retained friends. Further, both sources
suggest that a proportion of participgfost their entire friendship network

post stroke.

A common theme in the qualitative data, which was not apparent in the
guantitative data, was the loss of friends through no longer being able to
attend groupsAlthough there was a (nesignificant) tread for people to be
less active in groups post strokieere was no significant change in the
Groups factarOne explanation is that many participants were involved in
strokerelated groups six months post stroke, which may have masked the

loss of prestrdke group activities.
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