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Background and context

Changes tosexuality after stroke can have a significant impact on quality of life (Thompson
& Ryan, 2009) and these changes are more likely to be psychological, rather than physical
(Buzzelli, di Francesco, Giaquinto & Nolfe, 1997 Despite the importance of sexuality,
opportunities to address sexuality after stroke have infrequently been addresseffzreen &
King, 2010; Kautz & Secrest, 2007Tamama, Tamam, Akil, Yasan & Tamam, 200®jth
suggestions it is the most neglected of all the parameters that determine quality of life after
stroke (Chadwick, Saver, Biller & Carr, 1998).

The failure to address sexuality after stroke has been attributed to the lack of education for
clinicians (McLaughlin & Cregan, 2005 Additionally, while stroke clients may want
information on sexuality they may also be too embarrassed to ask staff for(iKautz, 2007).

To address this gap there is a need to explore the experience of clinicians addressing
sexuality (McLaughlin & Cregan, 200band identify strategies to improve services

This report describes aProgram to address this gap. The 2013 Sexuality after Stroke (SOX)
Program was facilitated by the Australian Research Centre in Sex, Health & Society
(ARCSHS) at La Trobe University in collaboration with the Victorian Stroke Network (VSN).
The overall aimof the Program was to build the confidence and capacity of stroke clinicians
to comply with a guideline developed by the National Stroke Foundation outlining the
importance of providing stroke patients and their partners with information on sexuality
after stroke.

Leadership & the National Stroke Foundation

The National Stroke Foundation (NSFjs a notfor-profit organisation that aims to reduce
the impact of stroke on the Australian community. This includes working with health
professionals to promote evidence based practice, particularly through a set of Guidelines
for Stroke Management (2010. The set includes a specific guideline (8.5) that addresses
sexuality after stroke by stating that:stroke survivors and their partners should be offered the
opportunity to discuss issues relating to sexuality with an appropriate health professioaat]
written information addressing issues relating to sexuality post strokMational Stroke
Foundation, 2010). To assist in achieving this guideline, the NSF has developed an
information sheet on sexuality and relationships (National Stroke Foundation, 2012)

The NSF monitors compliance with the Guidelines by auditing medical records in stroke
services. In 2010 an audit of 100 hospitals and 2,985 admissions identified that only 12% of
stroke survivors were provided with information on sexuality (National Stioke Foundation,
2010). Two years later an audit of 111 eligible hospitals and 2,821 stroke rehabilitation
admissions found that compliance had risen to 17% (National Stroke Foundation, 2012).
While there is significant scope for improvement, it is importahto recognise the leadership
provided by the NSF in relation to sexuality. The development of a national guide and fact
sheet about sexuality and the monitoring of compliance with the guideline may be
unrivalled in disability and aged care services.
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About the SOX Program

The SOX Program involved a sequential series of half day workshops facilitated between
November 2012-2013. Five workshops were facilitated and a sixth follow up workshop was
added at the request of participant in February 2014. Thaim of the Program was to build
the confidence and capacity of clinicians in the VSN to implement guideline 8.5, or to
provide clients and their partners with written information addressing sexuality after
stroke. To achieve this, the Program objectives we to:

1. Implement a series of workshops supporting 10 subacute services through the
process of implementing Guideline 8.5
2. ldentify a clinician in each participating service to be a project researcher for the
period of the project and beyond
3. Conduct a needsanalysis to create momentum for change and inform the
development of an action plan
4. Document the change processes undertaken by each organisation to enable
Guideline 8.5 to be implemented in other VSN services, including:
a. common barriers and strategies ¢ overcome barriers
b. enablers to change
5. Develop resources to enhance outcomes (eg: staff survey, policy documents)
6. Evaluate the Program outcomes.

The Program initially focused on subacute services, but when interested was generated
more broadly the scope vas expanded. An outline of the Program was distributed
describing how project researchers would be supported to:

Critique the evidence regarding sexuality and stroke

Establish a working group within their organisation

Audit the extent to which information on sexuality is provided to clients in their
service

4. Survey staff capacity, confidence and attitudes regarding sexuality and stroke

5. Interview clients about their impressions of the Stroke Foundation Fact Sheet

6. Educate colleagues about the need for changed the processes for improvement
7. Develop and implement an action plan
8

9

1

wh e

Repeat the staff survey, client interviews to evaluate outcomes
. Conduct a medical record audit to evaluate outcomes
0. Document a report for their organisation and the VSCN.

The Progran was promoted through a forum hosted by the VSN. The forum included an
outline of the Program and called for expressions of interest. An EOI form included a
number of questions to address the importance of organisational support for the projects.
Participating organisations were required to identify at least two project researchers, from
more than one discipline, to attend all five workshops. Potential participants were also
asked to outline how they would ensure support from within their organisation. Thé was
considered important to ensure projects were successful and sustainable.

Program principles

A number of principles influenced the Program. The first was a broad understanding of

sexuality. The World Health Organisatiod © AAZEET EQET 1 s pgroidedOl®@ dOAT EOU
AT AT OOACA A &£t AOO OAAUITA OAwDG

Sexuality is a central aspect of being human throughout life and encompasses sex,
gender identities and roles, sexual orientation, eroticism, pleasure, intimacy and
reproduction. Sexuality is experienced andpeessed in thoughts, fantasies, desires,
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beliefs, attitudes, values, behaviours, practices, roles and relationships. While sexuality
can include all of these dimensions, not all of them are always experienced or
expressed. Sexuality is influenced by theeraction of biological, psychological, social,
economic, political, cultural, ethical, legal, historical, religious and spiritual factors
(World Health Organisation, 2006 p. 5).

The first workshop addressed myths about asexuality and ageing and the impance of
including stroke clients who are lesbian, gay, bisexual, transgender or intersex (LGBTI).

The second principle related to a critical sexuality studies approach. Critical knowledge
focuses onhow communication and social action occur (Carr & Kemis, 1986) in order to
reconstruct them differently (Kemmis & McTaggart, 2000).Its general orientation is
towards improving outcomes, but the purpose is liberation from the actions or beliefs which
restrict practice (Grundy, 1982; Kemmis, 200]). Articulated simply by Kemmis (2001, p.
w¢ah EO OCAEBIi DOODOQA® OEA x1 OEh OByAtaking aOdckithad AT A OE,
sexuality studies approach the Program facilitators sought to egpi project researchers with
the information, resources and support to critique and improve services (Barrett,
Borthwick, Bugeja, Parker, Vis & Hurworth, 2005). It was acknowledged that achieving
change to address sexuality may be complicated by the valuasd beliefs of staff (Osbourne,
Barrett, Hetzel, Nankervis & Smith, 2002)ln particular, the assumption that older people
are asexual (Barrett,2011). The critical sexuality studies approach acknowledged this
complexity and sought to equip project researchers with the resources to manage it.

The third principle was taking asystemic approach to change, or a focus on an interrelated
whole, rather than parts (Flood, 2001) of the participating health care service. It
acknowledged that change needs to be built into a number of levels and across a range of
stakeholders (Fletcher, 2000) to ensure that improvements are sstained. Consequently,
the Program focused on organisational systems, policies and processesather than a one

off education session.

The fourth and final principle involving interdisciplinary practice, builds on principle of
systemic change. It acknowledged that providing information on sexuality after stroke is the
responsibility of all disciplines and that there was no discipline morémportant than others.
The development of a Guide to Interdisciplinary Practice and strategies for interdisciplinary
communications were critical to achieving this.

Program participants

Expressions of interest were received from five metropolitan and om rural health service
and all were accepted. The services included community based rehabilitation and a range of
inpatient rehabilitation services. Sixteen project researchers were appointed and included:
six occupational therapists; three clinical neurogychologists, two social workers, a clinical
nurse consultant, a clinical psychologist, a physiotherapist, a rehabilitation consultant and a
speech pathologist.

One project team was unable to attend three workshops or produce a report. Three project
researchers changed jobs and one discontinued participation because of the difficulty
covering the registration cost for the Program.

Ethicsapproval
Ethics approval was sought from the Human Research Ethics Committee at La Trobe
University to engage particpants as project researchers in the Program and to conduct a
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staff survey in each site Ethics approval was granted and most participants were also
required to obtain ethics approval from their own hospital ethics committee.

About this report

This report was written to share our understandings with other stroke services and to
further improve compliance with Guideline 8.5. In the following section a Program Logic
Model is used to frame reflections what it takes to achieve change. Next, project researchers
from seven sites describe their projects as a way of celebrating their achievements and
enabling others to build on their expertise. The final section includes resources developed
for the Program.

Program logic

A generic program logic model was developedb assist participants plan for change. A

program logic model AT AOI AT 60 OxEAO EO OAEAOGS8 O AAEEAOA
components of the planned work and the intended results. The planned work describes the

resources needed to implement the activitie. The intended results include all of the

PDOiI COAI 80 AAOCEOAA 1 O0O6POOOH 1T OOAT I AG AT A EIi PAAOO
program logic models can be useful tools tassist communication and planning (Taylor

Powell & Henert, 2008) project researches were encouraged to localise the generic model

to the needs of their organisation.

The model developed (see Figure one, following page) lists the aims, resources, activities,
outputs and outcomes of the Program. Delays in starting projects while waiting for ethics
approval meant there was not sufficient time for impacts to emerge. Eacloroponent of the
program logic model is discussed in the following section.

Aims

Project researchers were encouraged to adapt the Program aims to their own projects. This
was considered an important step in developing a shared understanding with their
colleagues about what the project involved.

Resources

Project researchers were advised they needed to allocate half a day a week to their project.
This presented a challenge for many participants because of their heavy caseloads. In
addition, the time takento achieve ethics approval in each site was more onerous than
expected. Consequently, it is important that others consider the workload involved in
undertaking such complex change.

A further resource to consider was the organisational support required fo project
researchers. This included establishing working parties or other processes to ensure
communication of the project to senior staff as well as peers.

The financial constraints experienced by health services also require consideration. A
number of the project researchers were required to cover the registration fee from their
own funds, as there was reportedly little capacity within their organisational budgets. In
addition, in one organisation concern was expressed that there may not be funds tover
the cost of printing Sexuality after Stroke Fact Sheets. This further highlights the importance
of understanding the resources required to undertake such a project.



Figurel: generic program logic model

SOX Program LogModel

Aims: to build the confidence and capacity of clinicians in the VSN to impleme
Guideline 8.5: to provide clients and their partners with written information addressing
sexuality after stroke and the opportunity to discuss issues relating to sexligy.

Resources: time taken to: participate in workshops, complete an ethics application,
conduct a needs analysis, attend workshops and write a project report. Registration

costs.

Activities

1) Establish project supports

2) Obtain ethics approval

3) Conductneeds analysis
1 Organisational audit
1 Medical record audit
1 Staff survey
M Client interviews

4) Provide staff education

5) Document interdisciplinary
roles

6) Document strategies for

Outputs

1) A measure of staff
knowledge and skills

2) A measure of
compliance with
Guideline 8.5

3) A description of client
needs

4) A measure and
description of
achievements

5) A project report.

Outcomes

1) Development of
resources to promote
compliance with
Guideline 8.5

2) Increased staff skills
and confidence
relating to sexuality
after stroke

3) Increased compliance
with Guideline 8.5

4)1T AOAAOGA EI

interdisciplinary quality of life.
communication

7) Develop a guide for
information provision,
assessmenand
documentation

8) Repeat needs analysis.

Activities

While there was significant variation between projects, the eight activities listed in the
Program Logic Model were undertaken in mosirganisations and are outlined in the
following section.

1) Establish project supports

Organisational supports for projectresearchers were considered essential to ensure the
success and sustainability of projects. Consequently, as part of their expression of interest to
participate, project researchers were required to outline the strategies they would
implement to maximise aganisational support for their project. These strategies were then
explored at the first workshop and reviewed at each subsequent workshop. Strategies
included reporting on progress to senior management meetings or establishing a project
advisory group. A further key source of support came from peers, with most project
researchers successfully engaging significant support from peers in their discipline and
their unit.



2) Obtain ethics approval

Each patrticipating organisation sought ethics approval to interiew clients, audit medical
records and survey staff. In two organisations the project researchers had the support of an
academic or research mentor that made the application process relatively simple. However,
the process was complex and protracted in theemaining organisations because of the lack
of internal guidance and the project coordinators lack of experience in ethics applications.

It also appeared that the delays in obtaining ethics approval related to ethics committee
concerns that clients werebeing interviewed about sexuality. For example, one committee
AOEAA DPAOOEAEDPAT OO O EAAT OEAU xEAO OEAU
In two organisations, ethics approval took longer than 10 months. In retrospect the
facilitators could have increased support and guidance earlier including encouraging

participants to identify internal mentors, meet with ethics committee representatives.

3) Conduct needs analysis

Once project supports were in place and ethics approval was obtained, a deeanalysis was
conducted. This was considered important to create momentum for change and inform
planned actions Owen with Rogers, 1999).The needs analysis generally included an
organisational audit, medical record audit, staff survey and client interews.

3.1: Organisational audit

An organisational audit tool was developed to prompt project researchers to take into
account the complex, systemic nature of health services. The SOX Audit (see attachment
one) consists of 10 indicators, presented as stat@ents about: the provision of information

on sexuality; interdisciplinary practice and communication; assessment and
documentation; staff education and client consultation. Project researchers were asked to
rate their service against each statement as unméscore 0 points), partly met (score 1
point), or met (score 2 points). For each statement that was met, or partly met participants
were asked to list the evidence substantiating the rating. Additionally, where a statement
was not met, or partly met, actns for improvement were identified.

Most project researchers conducted the audit prior to the implementation of their project

and scores ranged between 3 out of a total possible score of 20, indicating low levels of
support for change. One service was confident they had implemented sigodint changes

and repeated their audit after 10 months. The score shifted from 0/20 to 15/20 indicating

significant improvements.

The audit tool provided a useful guide for project researchers to bench mark their
achievements and it is expected that ovetime our understanding of indicators will
improve.

3.2: Medical record audit

A medical record audit was conducted in three services to determine how often information
on sexuality was provided and what information was provided. Samples of between D
medical records revealed compliance rates between-8%. Participants contrasted their
results with the audit by the NSF and utilised this information to demonstrate the need for
improvements to occur.Iln one organisation the medical record audit was compted, almost

a year after the project had commenced and it was noted that compliance with Guideline 8.5
had increased from 5% to 35%. The audit provided valuable evidence of outcomes from the
project.

10



It is interesting to note that participants reported their colleagues often believed that
sexuality had been discussed with clients, but as this was often not documented there was
no evidence it had occurred. In response, several project researchers identified the
opportunity to develop a checklist to record elucation topics discussed with clients, or
added sexuality to existing checklists.

3.3: Staff survey

A staff survey was developed by the Program Facilitators to measure stdfhowledge;
confidence and comfort addressing sexuality after stroke (see attagtent 2). The survey
included demographic questions about age, gender, discipline and organisation. A further
10 questions explored staff perspectives on:

1 Whether changes to sexuality after stroke were an issue for younger and older
clients

1 What physicaland psychosocial factors impacted on sexuality after stroke

T Whose role it was to address sexuality after stroke

1 Their levels of comfort and confidence addressing sexuality after stroke.

The survey was uploaded to an online platform and a hyperlink distrilited to project
researchers. Access to the platform was limited to the Program facilitators to ensure the
data was confidential. The survey was undertaken in five sites and completed by 154 staff.
Response rates varied significantly from 36- 83%. Statistical analysis was limited to
frequency and descriptive statistics.

Most survey participants completed the survey online and were predominately female

(84%). The majority were aged between 129 years (40%), followed by 23% for the 3639

and 4049 year age brackets. Smaller numbers were 569 years (12%) and two

participants were aged 60 years or more. Most participants were nurses (28%), followed by
physiotherapists (16%) and occupational therapists (16%), doctors (10%), speech

pathologists (10%), social wakers (7%), psychologists (6%) and there were three
AEAOGEAEAT O 4EA O1 OEAO AEOAEDPIET A8 TDHOEIT xAO C
prosthetist/orthotists (3), student nurses (2) and a neuropsychologist.

Most respondents (77%) worked in subacute services, unsurprising given the Program was
initially designed for subacute services. Others worked in community services (18%), acute
services (2%) and 10 reported working across a range of services.

Participants were asked how strongly they agreed with statements about whether changes

to sexuality would be an issue for younger clients and then for older clients (65 years or

more). A difference was observed with 64% of participants strongly agreeing that sexuis

would be an issue for younger clients, whereas a smaller number (40%) strongly agreed

sexuality would be an issue for older clients. It is interesting to note that one project
OAOAAOAEAO OADPI OOAA A OECT EZAEAAT GheiArespadski AOGET T A
older staff were more likely to strongly agree that sexuality would be an issue for older

clients. This factor needs to be discussion about the influence of staff values and beliefs on

compliance with Guideline 8.5.

In response to statements about the impacts of physical factors on sexuality after stroke the
factors that were most frequently rated as having a strong impact were loss of movement
(58%), loss of sensation (46%) and fatigue (43%). It is interesting to net that 40% of
participants rated erectile dysfunction as having a strong impact and only 28% rated
vaginal dryness the same way.

11



In response to statements about the impacts of psychosocial factors on sexuality after
stroke the factors that were most comronly rated as having a strong impact were changes
to body image (66%), changes to roles in family/intimate relationships (61%), dependency
on partner for care (61%) and reduced self esteem and confidence (60%). It is pleasing to
note that changes to relatnship dynamics, including dependence on a partner were well
recognised. It is also interesting that the psychosocial factors were rated as having a
stronger impact than physical factorsz indicating an understanding that sexuality is
broader than sex.

Whilst most participants (80%) agreed that providing clients with information about

changes to sexuality after stroke is important, individual respondents were ambivalent

about whether or not it was their responsibility. Forty one per cent of participantsndicated

OEAU O1T AEOGEAO ACOAA 11 0 AEOACOAAS OEAO EO EO
their responsibility. This suggests that a significant number of clinicians are unsure of their
responsibility in addressing sexuality after stroke.

(@}
|'|'|/

To explore disciplinary responsibilities further, survey participants were invited to select

from a list, the disciplines they believed were responsible for addressing sexuality after

stroke. Doctors were most commonly selected (92%), followed by psycholodss (74%),

nurses (67%) and occupational therapists (65%), social workers (56%, physiotherapists

(52%), speech pathologists (32%), andlieticiansj pe P Q8 . ET A DAOOEAEDPAT OO0 (
and comments included:anyone who works with the client; all of thebave; everyone or no

one at all; whole team responsibility

The final questions asked participants to rate their confidence and comfort providing clients
with information on changes to sexuality after stroke. Only 3% rated their confidence as
high and 40%reported having little or no confidence. Levels of comfort were slightly lower
with over half of the respondents (54%) reporting that the felt neither comfortable, nor
uncomfortable. Further indication of the importance of addressing comfort and confidermc
were comments that education and more information would help to improve levels of
comfort and confidence.

In one organisation the staff survey was repeated to measure the effects of the project.
Improvements in knowledge included improvements in staffknowledge of the impacts of
stroke, particularly in relation to the psychosocial im@cts. Other changes included a
generalincrease in survey participants indicating that addressing sexuality after stroke was
their responsibility and increased levels of cafidence and comfort were also reported. It is
important to acknowledge that in this repeat survey also demonstrated that support for the
project was not unanimous. A small number of nurses reported that they disagreed or
strongly disagreed with statementsthat addressing sexuality was their responsibility. This
was an increase from baseline and was backup with comments from these survey
DAOOEAEDAT 6O AAT OO EAOET ¢ OI AT OxAO OAOUUAOOGSE 1
would limit their capacity to have an uninterrupted conversation with another client about
sexuality.

The survey provided a very useful measure of staff knowledge and comfort. Thepeat

survey in one organisation highlighted the impacts of the project on improving staff

knowledge, cafidence and comfort. These improvements were validated in the medical

record audit that demonstrated increased compliance with Guideline 8.5. The survey also

successfully demonstrated that a year into this project, not all staff were confident or

comfortable addressing sexuality after stroke. Thus, the survey highlighted the importance

I £ O1 AAOOOAT AET ¢ OxEAOA OOAEAE AOA AOGS AT A xEA
improvements.
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3.4: Client interviews

Client interviews were considered a vital source oinformation about strategies to discuss
sexuality. An interview schedule was structured around the NSF Fact Sheet to provide
clients with the opportunity to choose between talking broadly about the fact sheet or
discussing their own experiences and need3he three key interview questions were:

1. What do you think of theSexuality after strokdact sheet?
a. Was there any information that you found useful?
b. 7AO0 OEAOA AT U ET &£ Oi ACETT OEAO Ui &6 OEI OCE
2. Do you think it is important that staff give dients information about sexuality after
stroke? (please explain)
3. Do you have any suggestions to help staff discuss sexuality with clients after stroke?

A small number of interviews with clients and their partners were conducted in all sites and
provided valuable momentum for the projects. Several clients expressed their relief at the
opportunity to discuss sexuality and provided practical suggestions abauthow sexuality
could be addressedAdditionally, clients reiterated the importance of an interdisciplinary
approach to sexuality after stroke, with several reporting that the discipline most
appropriate to discuss sexuality with was the discipline they ha built the most rapport
xEOE8 311 A xAOAT 80O OOOA OAQGOAI EOU xAO OAI AGAT O
be discussed.The interview themes presented in the case studies highlight the value of
seeking feedback from clients and the importance gfroviding clients with the opportunity

to discuss sexualityz not all clients want to discuss sexuality, but this choice ought to be
provided.

Several project researchers reported asignificant barrier in providing information on
sexuality after stroke was the difficulty communicating with clients who have limited
English. Further consideration needs to be given to the provision of fact sheets to clients in a
range of languages as well as strategies to discuss this information with clients who have
limite d English.

Initially there was some tentativeness amongst project researchers about interviewing.
There was uncertainty about how clients would respond and a desire not to offend.
Additionally, some project researchers had not previously conducted a research intervie
Consequently, interviewing skills were addressed in a Program workshop and project
researchers were invited to practice interviewing skills on each other. The interviews
provided the opportunity for project researchers to initiate discussion with cliens about
sexuality and to build their own confidence and comfort for the conversations they would
continue as clinicians. Project researchers were often inspired by the process and the data
provided was useful in terms of verifying to colleagues the importace of addressing
sexuality.

4) Provide staff education

Project researchers were provided with resources to deliver education to their colleagues.

AEEO EIT Al OAAA A CATAOEA 01 xAO0T ET O DOAOAT OAOQEIT I
audit results as well asa critique of the evidence related to sexuality after stroke. The

researchers were invited to localise this presentation to include the results of their needs

analysis and utilise the opportunity to engage their colleagues in discussing strategies for

service improvement. A further key strategy for staff education was the development of a

Guide to Interdisciplinary Practice.

13



5) Document interdisciplinary roles (and communication strategies)

As previously stated the Program was underpinned by a belief thatlaisciplines have a
role in addressing sexuality after stroke. To communicate thjg Guide to Interdisciplinary
Practice was developed. The Guide addressed the roles of the following disciplines: clinical
neuropsychology; clinical psychology;dietician; medical; nursing; occupational therapist;
physiotherapist; social work; and speech pathology. For each discipline, links were made
between professional codes of conduct and sexuality and then issues and roles outlined.

The draft guide was presented to pwject researchers in a workshop and they were invited

to build on the information provided about their discipline and provide suggestions back to
the group. During this process it was noted that participants provided valuable suggestions
about the roles ofother disciplines. The process of discussing interdisciplinary roles was
recognised as a useful strategy to educate colleagues and was replicated by some project
researchers in their organisation. Participants were also invited to build on the Guide tcsti

of strategies for interdisciplinary communication.

6) Develop a policy on information provision, assessment and documentation
Following the exploration of interdisciplinary roles, project researchers were encouraged to
document how information on sexualiy would be provided to stroke clients. This was
brainstormed at a number of Program workshops and it became apparent that there was an
opportunity to document a policy on how information could be provided and how
assessment and documentation could occur.h€re was a particular need to address the
balance between documenting that Guideline 8.5 had been met and protecting the privacy
of clients who may not want details of the conversation documented. The policy was
developed as a starting point for conversagin in services with the expectation that project
researchers would modify the policy to the needs of their service.

7) Repeat needs analysis

The needs analysis provided an important baseline against which improvements could be
measured and described. A yeaaafter initiating their projects, only one project researcher
was ready to repeat the data collection. In thiservice,the staff survey,medical recordaudit
and organisational audit were repeated and significant improvements reported This
provided the opportunity to demonstrate improved compliance with Guideline 8.5.

Outputs

Most project researchers had sufficient time to undertake a needs analysis and document a
report for their organisation on existing practice, staff needs and client perspectives.
Understanding client perspectives was particularly important with a number of clients
identifying practical strategies for staff to discuss sexuality. Another service made posters
for their unit inviting clients to discuss sexuality with staff, while otheis developed local
versions of the interdisciplinary guide for staff.

Outcomes

Project researchers were encouraged to document outcomes related to: supports for staff;
changes in staff skills and confidence; and compliance with Guideline 8.5. While aden
period of time is required to demonstrate outcomes in all organisations, there is some
evidence of improved outcomes in organisations that got early ethics approval and had
more time to work on their strategies.

14



The first outcome related to the development of resources to support staff address sexuality
after stroke. Resources developed by the Program facilitators and utilised by project
researchers included a staff survey, organisational audit, assessment and domntation
policy; and an interdisciplinary guide. The policy and guide were localised in a humber of
services to provide guidance for staffin one service sexuality became a regular agenda item
at stroke meetings and a component of patient assessment fos

The second outcome related to increasing staff skills and confidence. To achieve this a
number of project researchers have delivered education to their colleagues and a several
reported that colleagues had begun initiating conversations with clients aut sexuality.
Several project coordinators plan to repeat the staff survey to measure the extent to which
this has occurred.

The third outcome relates to increased compliance with Guideline 8.3. Project researchers
plan to audit compliance after educatio sessions and strategies for service improvement
have been implemented. There are encouraging signs that this outcome will be achieved.
One organisationreported increases in staff knowledge, confidence and comfort, as well as
increasedcompliancewith Guideline 8.3from 5% to 40% of medical records audited.

The fourth and final outcome relates to improving client quality of life. As stated earlier,
changes tosexuality after stroke can have a significant impact on quality of lifeChadwick et
al., 1998; Thompson & Ryan, 2009)However, the Program did not seek to measure this
outcome, rather to understand how this could be achieved. It is interesting to note that in
one services the projectriggered a randomized control trial by the medical department to
measure the effectiveness of onren-one information session with a rehabilitation doctor
compared with fact sheet alone. This trial is expected to assist in demonstrating the
outcomes for clents.

In the months following the publication of this report, other project researchers will repeat
their staff survey and medical record audit to document improved compliance with
Guideline 8.5. It is reasonable to expect that others will then reportiprovements in
services. The SOX Program had the opportunity to work with an intelligent, motivated
group of stroke clinicians, who wanted to improve services and just need the support to do
so0. The momentum created by this Program is expected to continughe project researchers
are regularly being called on to deliver presentations or to consult with their peers. They
focused on leadership in their organization and have become leaders in their field.
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Stories from the field

Angliss Hospital

Member of Eastern Health

Angliss HospitalEastern Health

Written by: Daphne Van Pagee, Shannon Scratch and HeRathlivanidis

Contact:

Daphne VarPagee, Occupational Therapist
Phone:(03) 976 46151

Email: daphne.vanpagee@easternhealth.org.au
Occupational Therapy Department

Angliss Hospital, Eastern Health

Albert st, Upper Ferntree Gully, 3156
Melbourne, Victoria

Dr Shannon Screch, Clinical Neuropsychologist
Phone:(03) 9764 6335

Email: shannon.scratch@easternhealth.org.au
Psychology Department

Angliss Hospital, Eastern Health

Albert st, Upper Ferntree Gully, 3156
Melbourne, Victoria

Eastern Healthis one of Melbourne's largest metropolitan public health services and
provides a range of emergency, medical and general healthcare services to Melbourne's
eastern community. Easter Health consists of two major acute hospitals including Bl

and Maroondah Hospitals, and smaller acute services at the Angliss and Healesville
Hospitals. Subacute services are provided by the Angliss Hospital Peter James Centre and
Wantirna Health. Community rehabilitation services are provided by Peter Jamé3entre,
Wantirna Health, Angliss Hospital and Yarra Ranges Health.

The Angliss Hospital in Ferntree Gully services patients in outer eastern suburbs. Services
ranges from the emergency department, to the acute wards, subacute wards and
community rehabilitation service. All of these programs receive and provide care for stroke
patients.

Ward 1 North is a 32 bed rehabilitation ward, with a mix of Neurological, Geriatric
Evaluation and Management (GEM) and Orthopaedic patients. Of the 32 beds, 10 are
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dedicated to neurological patients. Thiswas the ward on which the sexuality after strdke
project wasfirst implemented.

The principle researchers who were involved in thisproject were Dr Helen Pechlivanidis,
Daphne Van Pageand Dr Shannon Scratch. Dr Helen Pechlivanidis is the Senior Clinical
Neuropsychologist based at the Angliss Hospital providing service to acute and subacute
wards. Dr Shannon Scratch is also a Clinical Neuropsychologist based at the Angliss hospital.
Daphne Van Pagee is the Grade 2 Occupational Therapist providing service to a large
proportion of the subacute neurological patients at the Angliss Hospital. All therapists work
within the multidisciplinary rehabilitation team to improve outcomes for stroke patients.

All therapists are also involved in various neurological and stroke working parties within
the organisation to improve the quality of service delivery to patients.

Aims

Following the National Stroke Foundation (NSF) stroke audits, it was eviderthat the
percentage of patients at the Angliss Hospital who received information pertaining to
sexuality post stroke was significantly lower than the 2012 national average. In addition,
Occupational Therapy students recently undertook a research projectt ahe Angliss
Hospital investigating current practices and attitudes towards addressing sexuality with
stroke patients, through a survey of staff and review of current literature. As a result of this
study, it was apparent that staff felt uncomfortable wih addressing the issue of sexuality
post-stroke due to lack of training and knowledge.

Given the number of stoke patients who are treated on our subacute rehabilitation ward, we
felt it was imperative to bridge this gap in order to promote better patientcare and
outcomes by adhering to evidence based practioghe NSF Guidelines¥or sexuality after
stroke. Further to this, we are aiming to improve care not just at Angliss Hospital but across
the Eastern Health network. The managers of the Psychology a@tcupational Therapy
departments, the Director of Allied Health, the subacute rehabilitation Nurse Unit Manager
and Rehabilitation Consultant are supportive of the training and any change processes that
will be required to improve practice and patient cae. Therefore, specific aims of the project
include:

1. Increase staff knowledge and confidence in engaging in initial discussions about
sexuality post stroke with patients and their partners.

2. Increase staff knowledge and confidence in appropriately respondinto patient
questions and concerns regarding sexuality post stroke, and/or improving
knowledge of appropriate resources for patients and partners.

3. Make discussions about sexuality post stroke routine practice as part of a holistic
approach to rehabilitation.

4. Develop guidelines and training for therapists regarding the implementation and
documentation of addressing sexuality post stroke.

5. Implement therapist and patient/partner feedback processes and regular reviews of
the training and implementation of theguideline.

6. Adhere to evidence based practice and clinical guidelines to improve service
delivery, and therefore quality of life, to stroke patients and partners with regards to
sexuality post stroke.

7. Improve and promote the stroke service at Angliss Hospal (and Eastern Health)
and improve our outcomes in NSF stroke audits.
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Project processes

Project establishment at Angliss Hospitdlhree allied health representatives from the team
on the 1 North rehabilitation ward enrolled and attended theSOX Program These three
representatives were the Angliss Hospital principal researchers and engaged other allied
health, nursing and medical staff through emails, meetings, and ward handovers to inform
them of the project and invite participation as needed.

Funding and project feasibility Funding was received for the initialregistration fee for

principal researchers to participate in the SOX ProgramTime release was provided to
attend SOX workshops; however, data collection and writep were completed by princigal

researchers while managing their usual caseloads and responsibilities.

Project support and executive engagemeirior to the researchers enrolling in the SOX
Program, support was sought from direct line managers (i.e. psychology and occupational
therapy), as well as the Direct of Allied Health, the subacute rehabilitation Nurse Unit
Manager, and the Rehabilitation Consultant. Support was engaged through email and direct
contact and any questions they had about the project were answered. Enrolment ihig
Programwas supported by all individuals that were approached.

As part of the ethics application process, advice was sought from the head of the Allied
Health Clinical Research Office, as well as advice from other members of the research office.
This assistance was sought to help with the writaip and requirements of the ethics
application within our organisation.

Ethics processThe principal researchers were also responsible for applying to the Eastern
Health Ethics Committee to obtain approval for the site project. This involved adapting all
material from the SOX Program to the specifications of the Eastern Health Ethics Contest
The ethics process itself was a learning experience. As this topic is innovative and
considered sensitive in nature, a number of reviews were required to help define and frame
our research question and protocol. For example, we were asked to clearlefthe and

| OO1I ETA OAOI 6 OOAE AO OOCA@OAT mAEO1 AOGET 16 AT A AA(
information and facilitating potential referrals that may have resulted from this. As such, the
commencement of the project at the Angliss Hospital site wadelayed. Approaching an
internal ethics officer at the outset of the ethics application to provide information and
support would have assisted and streamlined the process.

Role of the principal researchers and reporting of findingEhe principal researchers
attended the SOXvorkshops and completed the required readings to gain appropriate
background knowledge. Connections with clinicians in other health networks were created
through these workshops. Over the duration of the project, the principal reseahers
informed the Angliss Hospital subacute rehabilitation team of the project progress through
business and quality improvement meetings, case conference/team meetings, and
departmental meetings.

Once ethics approval was obtained, principal researchersommenced the project. This
included preparing documents, flyers/advertisements, and educating other members of the
team who were responsible for recruiting participants. Angliss Hospital principal
researchers collated the data and presented it at SOX vkshops for discussions with the
group. The data was analysed by ARCSHS to collate findings across the different sites. It was
expected that this data will be used to complete staff education workshops and form the
basis of Eastern Health subacute neurorelditation policies.
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Needs analysis

Our needs analysis was comprised of four components: (1) organisational audit; (2) medical
record audit; (3) staff survey; and, (4) patient interviews. These components were chosen to
ensure the analysis incorporated & parties likely to be involved and affected by this topic.

Organisational audit

An organisational audit, using the SOX audit tool was completed by the principal
researchers (Dr Helen Pechlivanidis and Daphne Van PayeResults from this audit tool
suggested that Eastern Health, and the Angliss Hospital specifically, do not have any set
protocols, policies, guidelines or documentation processes for providg education on
sexuality poststroke to patients. There is no pecific education for staff or recommended
roles of disciplines with regard to the topic. Moreover, the audit revealed that patients and
patient advocates have not had the opportunity to comment on the provision of this
information at a consumer level.

As mentioned above, the Occupational Therapy department had university students
complete a project placement that researched the topic of providing education on sexuality
post stroke and as a result a resource folder was compiled. This however only inclutia
literature search, sexuality stroke fact sheets, seminars available and a brief staff survey and
presentation to staff.

Medical record audit

The Angliss Hospital participated in the 2012 NSF medical record audit. Results from this
audit were used asa baseline of documented education on sexuality pestroke. It was
found that education about sexuality poststroke was provided in only 37% of all stroke
cases across the Eastern Health sites. This was much lower than the national average of
12%. Although the national average is also quite low, the results from this audit suggested
that the issue of education about sexuality after stroke was not considered a priority within
Eastern Health and the Angliss Hospital more specifically. Moreover, this furthiighlighted

the lack of documentation policies surrounding this area as a whole within the network.

Staff survey

Procedure The SOX survey was undertaken and principal researchers provided daily
promotion of the importance of completing the survey to Agliss Hospital subacute
rehabilitation staff during handover meetings. The majority of respondents expressed
interest in participating directly following these handovers. A survey returns box was
placed in the team meeting room and researchers collected @hcompleted surveys after a
specified date. Data collection for this phase occurred from 3 May 2013 to 17 May 2013.
Hard copy surveys weremanually entered into a database and the Program facilitators
completed the analysis of data for the Angliss Hospitalte.

Results A total of 20 staff members (pprox 38% of ward staff) completed the survey at the
Angliss Hospital. Respondents were mainly womemgE18) who were under the age of 40
years (n=13). Reflective of the level of staffing, nursing was the moeepresented discipline,
followed by allied health and medical staff.

Respondents agreed that changes in sexuality may be an issue for all patients, regardless of
OEA DPAOEAT 660 AcAh EsA8 OT AAO 10 1T O0AO OEA
that physical factors may have a strong impact on changes to sexuality pastoke. The
physical symptoms experienced by patients that were rated as having the strongest
potential impact by staff respondents were loss of movement, loss of sensation, amadigue.
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Other potential physical changes including pain, vaginal dryness, erectile dysfunction, and
medication side-effects closely followed. With regard to psychosocial factors, the majority of
respondents (n=13) reported that both dependency on partnerdr care and changes to
body image had the strongest impact on sexuality posttroke. Reduced selesteem and
confidencewas also noted to be an important factor (n=12). Of interest, changes to mood
such as symptoms of depression and anxiety were not rateals highly as some of the
physical and psychosocial symptoms, although all respondents felt these mood changes had
at least a mild level of influence.

When asked about the provision of information on the topic of sexuality after stroke to
patients, staff respondents either agreed or strongly agreed that this was important within
our workplace (n=16). Despite feeling this topic was of high importance, resndents were
unsure if it was their responsibility or the responsibility of their discipline to discuss this
topic with patients (n=10). Most respondents indicated that the responsibility for education
rested on a variety of professions such as doctors £19), psychologists (n=17),
occupational therapists (n=15), social workers (n=14), phyS|otherap|sts (n=13), and nurses
i TEppQqs8s 7EAT AOEAA O1 ATIITATO TA OAODPITAAT O 060
when referring to which discipline is responsiblefor prowdlng this educatlon to patients.
When asked to report on level of confidence to provide information to patients on issues
surrounding sexuality after stroke, no respondents indicated that they had a high level of
confidence addressing this topicwith patients and most reported midto-low levels of
confidence (n=17). Only three respondents had a moderate level of confidence discussing
this topic with patients. Staff were also invited to make comments:

cf>) AT1680 EAOA A 11 O IfibdEif Ehbdiaccésdtd @elinfointiio®O EO | U
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Patient interviews

Procedure Patients were first introduced to the project by a flyer placed in their welcome
package which they receive when entering the ward. Flyers were also placed on ward
bulletin boards and in therapy areas. Principal researchers were able to track new stroke
admissions and also attended team meetings to determine appropriateness to participate in
the interview. For all stroke patients adnitted to the ward, demographic informaion was
recorded and inclusion criteria monitored. The nurse unit manager (NUM) wouldpproach
patients to explain the details of the project and would monitor any expressions of interest
to participate by patients. Two weeks prior to discharge, the NUM would approach
interested patients to obtain consent and would provide them with the Nabnal Stroke
Foundation factsheet. The interview was scheduled for the following day with one of the
principal researchers to ensure the patient remembered the presented material. For those
patients who declined to participate the NUM recorded anonymouslyheir reason for
decline and provided this information to principal researchers upon completion of the
recruitment period.

ResultsForty-eight patients that had a stroke were admitted to the rehabilitation ward over
the recruitment period (Sept 2013z Feb 2014) (see Table 1). The majority of these patients
were over the age of 65 and had ischaemic strokes, with a balanced gender distribution. The
average length of rehabilitation stay was approximately 25 days after which most patients
returned to their home on discharge.
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Following qualitative analysis, four main themes emerged from the four patient interviews
that were acquired. These included: (1) the importance of the topic of sexuality pestroke;
(2) sex (intercourse) versus sexuality; (3) partnerversus single; (4) timing and delivery of
information.

Table 1. Demographic information on patients approached to participate in the current

study.

Number | %
Gender (Male) 25 52
Age (equal or above 65 years)| 37 77
Left hemisphere stroke 22 46
Right hemisphere stroke 21 44
Other 5 10
Type of stroke:
Ischaemic stroke 37 77
Haemorrhagic stroke 2 4
Other 1 2
Ischaemic and haemorrhage | 3 6

Average length of stay (days) | 24.83 --
Discharge destination:

Home 33 69
Hospital 8 17
Residential care 7 15
Met inclusion criteria 23 48
Recruited 4 8

Theme 1: Importance of the topic of sexuality post stroke

All participants felt that the topic of sexuality poststroke was important, but the
surrounding details varied with each individual. In general some participants felt the topic
was less relevant to those without partners or elderly patients who are no longer sexually

active.

0! 0 OEA 1T1Ti AT O xEOE 1 U PAOOI AdOh xA EAOGAT 80 E.
AOGA O1 1A CilEIC OBdI O OBM TAMOGRBA O ) OAAITIT L
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OAT AGAT O 61 A 1106 1T &£ OEAI 86

One participant also felt that there may be a gender bias with the topic of sexuality pest
stroke potentially being of greater importance to men compared with women. It was noted
however by all participants that should an individual feel the topic is important to them,
then they should be offered an opportunity to discuss it with an appropriate staff member

0) £ PATPI A AOA AxAOA OEAO EO EO A bPi OOEAI A A
AART AEEAEAT O1 OAI AOET 1 OEEDPO ET OEA &£OOOOA 38
xEOE OEA AEAT GCA EAAA 1186
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know about the problems and the things they may go wrong later on. It gives you an
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Theme 2: Sex (intercourse) versus sexuality
Participants commented they felt the information provided in the factsheet emphasised
intercourse more prominently than other aspects of sexuality. This was further reinforced
by observations made by the principal researchers in which most initial responses and
comments made by participants focused on intercourse. In general, the principal
researchers were required to prompt participants to discuss other aspects of sexuality
during the interview, i.e. relationships, sekconfidence, and body image.
O4EA EAAOOEAAO AEA 110 ETAI OAA AT U ET £ Oi AOE’
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Theme 3: Partner versus single

All participants discussed the importance of partners, whether they were single or in a

relationship, in the process of education of sexuality posttroke. Participants without

partners initially felt that the topic of sexuality poststroke was irrelevant due to this, which

reflects some of the comments made in Theme&vo above.

O) AEAT 860 AAAI OEAO EO xAO DPAOOEAOI AOi U OAT A
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Participants also stated that if a stroke survivor has a partner, it was important that the
partner be involved inthe education process. For example:

Ofr )Y AEAA]T OEAO PAOOTAO EO O1Ti ATTA xEI OEI Ol A
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with their partners, if they have partners, and if they are intimate and if their
PAOOT AO EO CiEIC Oi Ai PAgs

Theme 4: Timing and delivery of information

Participants had mixed opinions on which health professionalshould deliver information
about sexuality poststroke andhow it should be conveyed. Participant responses regarding
preferred age and gender of the therapist providing the information also varied. Of interest,
all participants felt that information would be best coming from a professional with whom
they are combrtable and have an established relationship.

With regard to timing of information delivery, all participants felt that the material and

detailed discussions would be best addressed out in the community. However, all
participants felt that raising awareness of the information, i.e. by factsheet or a quick
discussion, would be useful while in hospital to help normalise any potential change they
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may notice on discharge. Participants also felt that discussion would be better suited to the
community sector astheir energy is currently focused on other areas of their rehabilitation
and this topic was not a priority.

O0) OEETE OEAO EO EO Ob OiF OEA ETAEOEAOAI ATA
we are discharged. But, give us at leastAweeks once we ee home before itis
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go over the basics and then maybe revisit that after-8 months as questions come
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When discussig the factsheet, most participants found that it was useful and easy to
understand. However, the principal researchers observed that many participants did not
recall all the information from the factsheet when interviewed. For example, one participant
felt the factsheet had too much text making it challenging to concentrate giveheir post
stroke cognitive changes. This participant also mentioned that the factsheet is only available
in a written format which may not be appropriate for all individuals poststroke, i.e. those
with visual, communication, and cognitive difficulties.

Reasons for Declining to Participate in the Study

4EA .5- xEIT xAO OAOGEAA xEOE DPAOOEAEDPAT O OAAOOEO
reasons for declining to participate in ths study. The responses from these individuals also

provided interesting information about the topic. The individuals provided permission for

these reasons to be documented. There were three main reasons for declining:

1) At times, some patients and theipartners were focussed on only the aspect of sexual
intercourse and reported that as they no longer had intercourse prior to their stroke; they
felt this topic was not relevant.

2) Many individuals that were approached felt that this topic was not a pairity during

subacute admission. For example, they were concentrating on other aspects of their

rehabilitation and not ready to consider this topic.
O3AGOAI EOU EO 110 EI Bl O0AI
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3) Many individuals were not comfortable or interested in discussing the topic of sexuality
post-stroke.

Despite these reasons, some patients were still grateful for having the topic brought to their
attention during the recruitment phase, even if they were not interested in participating in
the study. The discussions had during the recruitmenttself provided these patients with
basic education and information on the topic of sexuality posstroke.
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Discussion

Staff survey resultsin summary, all staff that responded to the surveyeft the topic of
sexuality post stroke was important. They acknowledged that a range of symptoms, both
physical and psychosocial contribute to potential changes to sexuality after a stroke. Most
respondents indicated that there was no one discipline best suited to deliver information
and answer patient and family queries with regard to this topic. Despite this, staff reported
low levels of confidence to provide the patients with education on sexuality after stroke.
This raises the concern and impact on patient care of having a workforceittv low
confidence about raising the issue of sexuality after stroke.

Patient interviews:In general, participants that were interviewed felt hat the topic of
sexuality poststroke emphasised intercourse versus sexuality and was also geared towards
those in committed relationships. Participants felt that the topic should be introduced to
patients in the inpatient rehabilitation setting; however, larger discussions about the topic
would be best suited to the community sector. All participants felt that ta method of
education delivery was an individual preference and would vary depending on the patient.
All participants stated that they would prefer a staff member with whom they felt
comfortable with to raise this topic and no specific discipline, gendenr age group for the
staff member was identified.

Recruitment for the patient interview phase of the project was more challenging than
expected. The recruitment period was extended due to high rates of decline and a large
number of patients admitted to he ward not meeting the inclusion criteria, i.e. impaired
language or cognitive skills or English as a second language. A further limitation to the
recruitment criteria was the exclusion of partners from interviews. Recording the reasons
outlining why some patients declined to participate helped to gain further insight into the
difficulties of recruitment.

Change process & future directions

Within the Angliss Hospital subacute setting, the process of change commenced during the
needs analysis phase. Durgpthis time we able to raise awareness of this topic through: (1)
having the SOXproject as a reoccurring agenda item at the ward business and quality
meetings; (2) stroke education documents; (3) flyers; and (4) general informal discussions
with staff. Furthermore, involving the NUM in the recruitment procedure helped to keep the
project relevant for the broader team during the lengthy data collection phase.

The change process was also noted at the senior management level. The managers were
encouraging and viewed this as an important area worthy of investigation in the subacute
space. They have also been open to discussions about policy change. In general, the process
of conducting the research within a supportive team helped to raise awareness about the
topic making the team interested when preliminary results and project updates were
presented.

With regard to future directions and to address our aforementioned project aims, we plan to
commence with two workshops. The first will be largely educational Wwere background
information and results from the needs analysis will be presented. This workshop will be
presented to subacute staff across the two major neurorehabilitation sites within the
Eastern Health network. The second workshop will largely involvesenior staff and will
utilise a multidisciplinary approach to develop framework/guidelines for addressing this
topic within the subacute neurorehabilitation services in Eastern Health. The application of
these guidelines will then be presented to the staffnore broadly across Eastern Health to
ensure continuity of service and care.
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Ballarat Health Services
first

Ballarat Health Service Inpatient Rehabilitation Unit

Written by: Claire Stewart and Dr Margaret Dawson

Contact:

Clare Stewart, Speech Pathologist
Phone:(03) 5320 3995

Email: clairestew@bhs.org.au
Ballarat Health Services

Queen Elizabeth Centre

102 Ascot Street South

Ballarat, VIC 3350

Web: www.bhs.org.au

Ballarat Health Services (BHS) elected to participate in this multentre action research
project to implement Guideline 8.5 of the Clinical Guideline®f Stroke ManagementBHS is

6 EAOI OEA8O OAATTA 1 AOCAOGO OACETTAI EAAI OE
genreral and specialist care across key mechl and healthcare disciplinesAs an organization

BHS aspires to the vision of excellence in healthcare and its mission is to deliver accessible,
integrated and positive health experiences for our people, communitgnd region.

The subacute inpatient rehabilitation program (IRP) at BHS participated in the SOX
Program The IRP is a 30 bed ward and is staffed by a neurologist, rehabilitation consultant,
adjunct associate professor of medicine, one registrar, 31 nursing staff, a Nurse Unit
manager and an allied health team. The allied health team is comprised of social wor
occupational therapy, physiotherapy, speech pathology, dietetics, prosthetics and orthotics,
psychology, podiatry and allied health assistants. The IRP provides inpatient services for
neurological, orthopaedic, amputee and general medical patients agd® years and over.
BHS data collected during the period January to June 2012 indicated that of all IRP
admissions 19% have a primary diagnosis of stroke. Stroke survivors with a cognitive
impairment represent approximately 31% of stroke admissions to IRP rad 36% of stroke
survivor admissions were patients with dysphasia/aphasia. For stroke survivors admitted
to IRP, 53 % were male; the mean age of IRP admitted stroke survivors was 69 years of age.
Ballarat City residents formed 33% of stroke survivors admitd to the IRP ward.

Support for participation in the SORrogram

Interest in participating in the SOXProgram was expressed after a National Audit of Stroke
SAOOEAAO8 " (3 DAOOEAEDAOAA ET OEA . AOCEIT T AI
which was comprised of an organizational survey of Stroke Rehabilitation Services
addressing four areas: organization of care; communication, assessment and therapy;
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workforce and postdischarge services and &linical audit involving retrospective medical
record review of up to 40 consecutive patients admitted to the inpatient rehabilitation unit
(IRP).

The National Stroke Audit in 2012 found that in 12% of stroke survivors were offered
information on sexuality and this roseto 17% in 2012 Compared to this natnal figure, 0%

of stroke survivors were offered information at BHSin 2010 and 3% in 2012. The
importance of addressing this gap has been acknowledged and had driven BHS participation
in the SOXProgram.

The BHS Executive Director of Sulcute Servicesand the chairperson of the Acute Stroke
team received an email from the Victorian Stroke Clinical Network (VSCN) advertising
upcoming SOX Progranand circulated the information to allied health staff. In response, the
chairperson of the Acute Stroke teamattended the SOX information session with two
occupational therapists and a social worker from the IRP team.

Support for the project by BHS was gained at the Allied Health clinical management
meetings and senior leadership was provided from the Associate Professor of Allied Health
and the Acute Stroke team chairperson. A project advisory group was established sisting

of the two principal investigators (Associate Professor of Allied Health and the Acute Stroke
team chairperson) and two associate investigators a nurse and speech pathologist. An
additional senior support, the SubAcute Ambulatory Care Manager wasrecruited
secondary, to staff leave and retirement. Ground level support was generated through
consultative meetings for IRP staff. At completion, the project report will be presented to
BHS Allied Health and Sulacute governance committees.

Project aims

The aim of the project undertaken at BHS was to ensure that stroke survivors and their
partners are provided with information addressing sexuality after stroke and the
opportunity to discuss issues relating to sexuality. Specific objectives for the projeicclude:

Review of current practice,
Achieve increased compliance witthe NSBE O COEAAI ET A w8uh
Increase education to stroke survivors and their partners concerning sexuality,

A wnhPE

Create a supported environment for stroke survivors and their partners to discuss
sexuality, and

5. Improve resources and empower staff within a climate for change.

Ethics approval

Ethics approval was achieved from the initial application for low and neglible risk
research in November 2012. A single amendment was granted tanuary 2013 which
related to the use of an electronic device to record the patient interview andow the data
would be stored.The process of applying for and achieving ethics approvaas smooth and
facilitated by liaison with an expert staff member who was a current member of the BHS
ethics committee, held preious ethics board experiencea strong track record of research
experience, international publications and allied health chical background. Specifically,
this provided expert knowledge in allied health research, knowledge of the ethics
application processes, and action research using qualitative methodology.
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Method

The authors participated in the SOX workshops to assist iplanning, implementing and
evaluating improvement at BHS. To evaluate existing practice and inform strategies for
change, a baseline evaluation was conducted. This included: an organisational audit; a
medical file audit; stroke survivor or partner semistructured interviews and a staff survey.

Organisational audit

An organisational audit was completed using the SOX organisational audit tool to determine

OEA T OCAT EUAOQEIT AT AAPAAEOU O bHOI OEAA 060601 EA
concerning sexuality. The audit consisted of ten questions in relation to current policy,
systems, education and dialogue with stroke survivors. BHS achieved 0/20 points or nil
organisational capacity. This low score highlighted the opportunities for BHS as an
organisation to implement policies and procedures, which supported the National Stroke
Guidelines position on sexuality posistroke. The results from the organisational audit were
unsurprising and highlighted the need for promoting change and addressing sexualipost-
stroke in a systematic and structured manner within the organisational context.

Medical record audit

An audit of 20 electronic medical files was completed using the developé¢abl (attachment
1) to evaluate the extent to which information on sexality was currently provided to stroke
survivors and/or their partners.

The data obtained from the medical records was noidentifiable and analysed
descriptively. The medical records were randomly selected for stroke survivor admissions
to IRP within the range of March to June 2013. For the purpose of the audit no exclusion
criteria relating to cognition or dysphasia were applied. Twenty electronic medical records
were audited identifying one (5%) documented discussion concerning sexuality with a
stroke survivor. However, in the single progress note it was unclear what information was
provided or if the discussion extended beyond relationship issues and returning home. The
provision of information was initiated by an occupational therapist, and the discison
conducted by a clinical psychologist.

The sample population included eight (40%) males and 1260%) females. The marital
status of the sample population is provided in Table 1. The male stroke survivors mean age
was 72.5 years (range 588; SD 11.6]}, in comparison to the female stroke survivors mean
age of 79.2 years (range 688; SD 6.22). The average length of stay for the stroke survivors
was 28 days.

Table 1. Marital status and gender

Married | Widowed | Divorced Single Defacto
n(%) n(%) n(%) n(%) n(%)
Male (n = 8) 5(25.0) 2(10.0) 0(0.0) 1(5.0) 0(0.0)
Female f=12) 2(10.0) 9(45.0) 1(5.0) 0(0.0) 0(0.0)

The medical file audit provided a clear baseline measure of current practice and highlighted
the area for development as a priority when compared to the national average. Information
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bias in information provision and to ensure that education provision is inclusive.

Patient interviews

Patient interviews were conducted to understand stroke survivor perceptions concerning
the information they had received on sexualityAll stroke survivors, who were an inpatient

in the IRP during July and August 2013, were invited to participate in the study. For stroke
survivors who had a diagnosis of receptive or expressive aphasia/dysphasia, or a cognitive
impairment as measured by tle Mini Mental State Examination or the Montreal Cognitive
Assessment (MMSE/MOCA score <25 or an abnormal clock test), information about the
project was provided to the partner. If the partner consented they were invited to
participate in the project.

A nursing staff member provided the sexualityflyer (attachment 2) in the initial contact to
either the survivor or partner. This flyer included the contact phonenumbers of the
principal investigator, who, if contacted by a potential participant undertookan informed
consent process. The stroke survivor or partner semstructured interviews were conducted
within the final three days prior to discharge from the IRP. An interview guide of eight
questions was developed by ARCSHf\d adaptedfor the semistructured interviews. The
included questions sought to determine:

1. If information about sexuality was provided,
2. What information about sexuality was provided,
3. 4EA OOOTI EA OOOOEOI 060 TPHPETEIT 1T &£ OEA EIT &£ Oi A
4. The perceived importance for staff to providepeople with information about
sexuality after stroke,
5. Suggestions to help staff discuss sexuality with stroke survivors,
6. / PETEIT 11 OEA .3& OOA@ AT A OAI AGET 1 OEEDPO AE
7. Further comments on the issue, and
8. If the stroke survivor or their partner would like one of the staff members at IRP to

further discuss your sexuality after stroke.

The semistructured interviews were conducted in a private therapy room and recorded
anonymously using detailed notetaking and a digital recording deviceThe interview was
transcribed into a written record and the digital recording was deleted after checking the
accuracy of the notes and direct quotes.

Twenty-two stroke survivors were inpatients in IRP during the interview period in July and
August 2013. Of those, five stroke survivors and five partners of stroke survivors were
provided with the sexuality after stroke flyer inviting them to participate in the project.
Twelve stroke survivors and their partners were excluded. Reasons for exclusions were a
diagnosis of aphasia/dysphasia and no current partne(n=3), a diagnosis of cognitive
impairment and no current partner (n=7). A further person had a diagnosis of
aphasia/dysphasia and their partner had a documented diagnosis of mental illness. Finally a
person had a cognitive impairment and their partner was medically unwell and
subsequently admitted to inpatient services. No interviews were completed at baseline. It is
hypothesized that the stroke survivors and their partners were reluctant to participaten
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the baseline interviews as no information was currently being provided to them concerning
sexuality poststroke and so the requirements of the interview were unclear and abstract.

Staff survey

An online staff survey was conducted to ascertain IRPagt knowledge, confidence, comfort
and beliefs about sexuality and stroke. Recruitment was via email inviting IRP staff to
complete the online survey tool. The survey was anonymous and was open for completion
by the IRP staff during a period of four weeks August and September 2013. It consisted of
15 questions including staff consent, demographic information and questions relating to
staff knowledge of sexuality poststroke, awareness of staff roles and beliefs or comfort in
providing information concerning sexuality after stroke. A response rate of 36% (n=34) was
achieved.Survey participants were predominantly females aged either 129 years or 40
49 years (Table 2).

Table 2. Demographic information

n=34 No. of staff
n %
Sex
Male 8 23.5
Female 26 76.5
Age (years)
19-29 12 35.3
30-39 5 14.7
40-49 11 32.4
50-59 4 11.8
60 plus 2 5.8
Discipline (n=31)
Doctor 1 3.2
Social Worker 0 0
Physiotherapist 2 6.5
Psychologist 6 19.3
Nurse 14 45.2
Speech Pathologist 2 6.5
Occupational Therapist 4 12.8
Dietitian 0 0
Prosthetist/Orthotist 2 6.5
Work place (h=34)
Acute 0 0
Sub-Acute 30 88.2
Community 2 6.4
Combination 2 6.4
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This sample is approximately representative of the sulacute workforce in relation to

gender and age. Nursing staff and psychologists were the most represented disciplin:
it was expected that the largest response would be from the nursing as they consti

the highest proportion of the IRP workforce.

Table three presents survey findings related to the impacts of physical and psychosoc
factors. It highlights that the physical factors were rated as having a higher impact the
the psychosocial factorsThe Likert scale was grouped to represent the data in Table .
Responses that were scored a five or four were grouped into the no to little impau
category, a score of three indicated no opinion and a score of one or two was group
into the some to strorg impact category. Interestingly, the BHS staff perceived sexuali
as holding increased importance for younger people. Staff aged 50 years and o
however, placed equal importance on the issue of sexuality regardless of age.

Table 3. Impact of physical and psychosocial factors

n=34 No to No Some to
unless otherwise stated little impact Opinion strong impact
n(%) n(%) n(%)
Physical factors
Fatigue ((=33) 0(0.0) 6(18.0) 27(82.0)
Loss of movement 2(5.9) 2(5.9) 30(88.2)
Lossof sensationh=33) 1(3.0) 4(12.2) 28(84.8)
Pain(n=33) 4(12.2) 7(21.2) 21(63.6)
Vaginal dryness=33) 2(6.1) 12(36.4) 18(54.5)
Erectile dysfunction(n=33) 0(0.0) 5(15.2) 28(84.8)
Medications(n=33) 2(6.1) 8(24.2) 23(69.7)
Psychological factors
Changes to body image 5(14.7) 3(8.8) 26(76.5)
Reduced seHlesteem & 6(17.6) 2(5.9) 26(76.5)
confidence
Changes in roles in 5(14.7) 3(8.8) 26(76.5)

family/intimate
relationships

Anxiety 7(20.6) 1(2.9) 26(76.5)
Depression 5(14.7) 3(8.8) 26(76.5)
Changes in cognition 6(17.6) 4(11.8) 24(70.6)
Dependency on partner for 6(17.6) 2(5.9) 26(76.5)
care

In the tables four, five and six opinion of the survey participants is captured in relation to
the perception of age and sexuality and acknowledgement of responsibility in providing
information.
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Staff perception of their own professional responsibility b provide information was

consistent for nursing, psychology and physiotherapy where approximately 50%

acknowledged it was their responsibility. The sole medical respondent affirmed that it was

their responsibility as did 75% of the occupational therapists Staff, who identified

OEAI OA1 OAO AOG AEOEAO AO AAITT1¢c OF O1 OEAO DOl £EAC
AEOEAO xAOT 60 OEAEO OiIT A TO OEAU xAOA O1 OOOAS

Staff with the least life experience, aged 1929 years scored as the least confident followed
by staff aged between 5669 years. The least comfortable was the category 5P years
followed by the age group 1929 years. The medical practitioner and the psywlogists were
the most confident and comfortable in providing sexuality information.

Table 4. Age and Workplace beliefs

n=34 Strongly agree No opinion Strongly
unless otherwise stated or agree disagree or

disagree

n(%) n(%) n(%)

Age and sexuality
Issue for under 65 years 32(94.1) 2(5.9) 0(0.0)
Issue for 65 years and 28(84.8) 4(12.1) 1(3.0)
over (n=33)

Workplace beliefs and
responsibilities

Providing clients with information 23(67.6) 9(26.5) 2(5.9)
is important
Providing information is my 23(67.6) 9(26.5) 2(5.9)

responsibility

Table 5. Information provision

n= 34 No. discipline
Providing information is the responsibility of the following staff n %
Discipline
Doctor 31 91.2
Social Worker 17 50.0
Physiotherapist 15 441
Psychologist 28 82.4
Nurse 22 62.9
Speech Pathologist 14 41.2
Occupational Therapist 19 55.9
Dietitian 7 20.6
Continence Nurse 1 2.9
Anyone who works with the client 1 2.9
Unknown/not designated 2 5.9
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The next table (table six) presents the level of staff comfort and confidence concerning
information provision related to sexuality poststroke. Neither parameter was identified as
a clear strength for the staff however; confidence was rated as a significant barrier to
providing information to stroke survivors.

Table 6. Comfort and confidence

n= 34 No to low level Some level of High level of comfort
comfort and and confidence
confidence n(%)
n(%) n(%)
Confidence in 14(41.2) 16(47.1) 4(11.8)
providing information
Comfort inproviding 7(20.8) 22(64.6) 5(14.6)
information

Qualitative information elicited at baseline affirmed the perceived importance of addressing
sexuality poststroke in addition to sentiments of reduced confidence and knowledge. The
following comments were provided:

O) OEETE OEEO EO Ei bPbi OGAT O A O Al EAAT OE
participate in supporting patients with adjustmenttoOE A OA O1T AEAT CAO AEOA

O EO 110 AT AOAA ) EAOA EITT x| AtheCA ET 8 )

D4 EE
iTOAOOAOETIT EA ) EAA OEA ETT x1 AACA T &£ xEAO

:DlOl

O0) EiiTx OEAO EO OEI OI A AA PAOO T &£ iU OITA E
enough equipt [equipped] to educate patients about their sexuality. | feel my
workplace could benefitfromeA OAAOET 1 86

O) OEETE ) OANOEOA i1 OA AAOAAOQEIT OAdq OA@OA
OO&EEAEAEAT O ET &£ &£ O 0060 fr DAOEAT 6OY AT A OEAE
O) AOOAT AAA ) AOOAT AAAY AT AAOAAOGEIT OAAOEI T

shortteri OAEAA ¥ OAEAAY Al OOOA80

0) OOOA OET OI A AA AAAOAOGOGAA AU AEOEAO OEA Al
Other team members should be informed about the subject matter so as to support

[the] Dr [doctor] or [the] psychologist when [the] client addresses[the] issue in

OOAAOI AT 086

These staff comments and ratings indicated the selfientified need for education to
establish a knowledge foundation. The staff survey allowed for anonymous reflection of
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current practice and identified a clear need in developg and enhancing staff awareness
and skills in relation to sexuality poststroke.

Improving practice

The baseline data from the medical file audit, staff survey, interviews and organizational

audit were used to develop an action plan to facilitate prate change in IRP. Key strategies

for change included: staff education, forums to increase staff awareness and the
development of resources for staff and consumers.

Staff education

The initial strategy for change involved the delivery of staff educationStaff education was
completed during October 2013. The overall goal of the education sessions was to create
awareness of the issue of sexuality after stroke, to inform staff of the SOX projects aims, the
needs analysis results and to empower staff. Thaitial education session consisted of the
SOX PowerPoint provided by the Program Facilitators, which was tailored to BHS and
delivered as a lecture and discussion session. The SOX PowerPoint included:

Definitions of sexuality

A rationale for addressings@ OAT EOU OOET ¢ OEA .3&860 AAOA AT A
"(3 Al i Dl EAT AA xEOE OEA .3&60 Al EITEAAI ' OEAA
Discussion of the HowProgram

Strategies for change.

a b~ wn e

To facilitate multi-disciplinary interaction, debate and idea generation within the session
the staff:

1. Reflected on the role of their own discipline related to sexuality posstroke
2. Discussed their ideas with their discipline peers
3. Reviewed the draft of the Guide for Interdisciplinary Practice

The initial education session was offered on two ffierent days with 28 and 22 attendees
respectively; a total of 50 staff.Nursing staff (34.0%) and allied health staff (48.0%)
constituted the majority of attendants. Representation was drawn from across the allied
health disciplines and included speech ghologists (n=7); occupational therapists (n=5);
allied health assistants (n= 5); physiotherapists (n=4); psychologists (n=2)and a
prosthetist/orthotist. A session was also attended by a medical officer and nursing students
(n=7) and a physiotherapy stuent. Each of the three education sessions were evaluated by
the attendees using a developed feedback todihe results of the evaluation are presented
in Table Seven.

The third education session was conducted by Dr Marita Scealy, BHS clinical psychologist
The goal of this session was to build staff comfort and confidence concerning sexuality post
stroke information provision, discussion and referral completion. Thirtyone staff attended,
consisting of nurses (9), psychologists (6), occupational therapisigl), speech pathologists
(2), allied health assistant (1); physiotherapist (1); social worker (1) and seven nursing
students. As shown in Table Eight, most participants (96%) reported that this session was
useful and improved their understanding of sexuaty after stroke (86%).
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Table 7. Feedback for the initial sexuality after stroke education sessions

n=49 Strongly No Strongly
agree or Opinion disagree or

agree disagree
n(%) n(%) n(%)

The session improved my understanding of 46(94.0) 1(2.0) 2(4.0)

the National StrokeFoundation Guideline 8.5

The session improved my understanding of 47(95.9) 0 2(4.0)

sexuality and stroke

The session will improve the way | respond 41(83.7) 5(10.2) 3(6.1)

Ol A DPAOEAT 6860 AT ATI

about sexuality after stroke

The education session improved my 38(75.6) 6(12.2) 5(10.2)

confidence and comfort

The education session wasot useful 4(8.2) 0 35(71.4)

4AAT A 8 &AAAAAAE

Al O OEA O#11 &£ 00 AT A #11 EEAAT ]

n=28 Strongly No Strongly
agree Opinion disagree or
or agree disagree

n(%) n(%) n(%)

The session improved my 22(78.6) 5(17.9) 1(3.6)

understanding of the National Stroke

Foundation Guideline 8.5.

The session improved my 25(86.2) 2(7.2) 1(3.6)

understanding of sexuality and stroke

The session will improve the way | 26(92.8) 2(7.2) 0

OAOPITA O A DPAOE/

DAOOT A0O6O NOAOOET I

stroke

The education session improved my 3(10.3) 5(13.1) 1(3.6)

confidence and comfort

The education session wasot useful 3(10.7) 0 25(86.3)

Qualitative responses provided from the staff in their evaluation of the education sessions
re-iterated the desire and need for increased education opportunities and increased
awareness of appropriate referral sources. Comments that highlighted these issueere:
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O/ 1 ICAIA OOAAO OEAO AAT AA Aiibpi AOGAA O ET AOAA

O!'TU A@OAOT Al ACAT AEAOTOODPDPI 00O OEAO 1 AU AA
could look to postdischarge8 6

Further comments demonstrated staff acknowledgement in the importance of discussing
sexuality issues poststroke:

e [Ty O EOOOAO xA AEA]
1 AO O O1 PEAS8O

06 AOU E1 OA OAI@GAE Ta@ wduld Aappreciate further educational

i D001 EOEAOS8S

Additional strategies to increase staff awareness

The second strategy to facilitate change was to promote staff awareness of sexuality after
stroke. Methods used to increase staff awaress were:

1. Ensuring that Sexuality after stroke is a consistent agenda item for IRP consultative
team meetings which are attended by medical, nursing and allied health senior staff.

2. Promotion of the importance and relevance of discussing sexuality with stke
survivors during neurology case conferencing.

3. Development of lists of resources and referral sources relevant to sexuality after
stroke.

Resources for staff

The third strategy to promote staff awareness and support the discussion of sexuality after
stroke involved the development of resources for staff. The following were implemented to
address staff access to resources:

1. An online central place for resources was created at an all staff access level. The
education folder included: the National StroA &1 01 AAGEI 1T O3A@ AT A OF
AEOAO OOOT EA6 EAAOOEAAOh OEA 3/8 AT A #1101 /£ OC
presentations, a local and metropolitan referral list; literature on sexuality issues
and external specialist resources.

2. Compiled a referrd list of local and metropolitan services

3. Developed and included a checklist of community participation and loRrgerm
stroke recovery within the medical file @ttachment3.)

4. Development of a Clinical Practice Guideline to assist the multidisciplinary sub
acute team to understand their roles and responsibilities in providing information
about sexuality to stroke survivors and/or their partners.

5. Provision of the interdisciplinary guideline draft to highlight interdisciplinary
communication and professional roles related to sexuality.
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Resources for consumers

The final strategy involved consumer engagement to ensure their health care needs were

being appropriately addressed andthat information was accessible and meaningful.

Consumer consultation is essential to foster systemic change powered from a grass roots

i AOAI 8 )1 AAAEOETTHh OO0AOOT A Ok Nationdt Geety #ridT OO1 AOOE
Quality Health Service (NSQHS$tandards promoting safe and quality driven healthcare

(National Safety and Quality Health Service Standards, 2012.) This strategy involved the:

1. Creation of educational posters (see Figure one) encouraging stroke survivors
and/or their partners to discuss sexuality issues with a health professional. The IRP
consultative team and the Consumer Advisory Committee (CAC) approved the
content. A small feaum of consumers admitted to IRP were asked to provide initial
feedback and the Checklist for Assessing Written Consumer Health Information
(Department of Human Services Victoria, 2000) was completed.

Figure 1. Sexuality Posters
' Sexuality After
Sexuality Stroke
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Many people have difficulty adjusting to the

physical and emotional changes after stroke.

This can have an effect on your relationships
including sexuality after stroke.

e o . Many people have difficulty adjusting to the physical and
Many people have difficulty adjusting to the physical and < emotional changes after stroke. This can have an effect
emotional changes after stroke or other medical Ifyou andlor your partner have any questions on your relationships including sexuality after stroke
conditions. This can have an effect on your relationships or fears about sex and relationships after g
including sexuality. stroke please talk to a health professional. If you and/or your partner have any questions or fears
about sex and relationships after stroke please talk to a
If you and/or your partner have any questions about sex You can also access further information at health professional.
and relationships after stroke or other medical conditions B RGoF o et n Con
please talk to a health professional. L, You can also access further information at
ation.com.au

it BollrotHeokhServices
Speach pathology 2013 Speech pathology 2013

2. Providing acces to stroke recovery information to stroke survivors including the

AOGET T Al 3O00T EA &1 &1 AAGET 1T AEAAOOEAAO O3A@ Al

Remeasure and esults

A re-measure of the baseline evaluation was completed to determine practice change,
development of staff knowledge and skills and to engage consumer opinion. Themeasure
included: an organizational audit; a medical file audit; stroke survivor and/or their partner
semi-structured interviews and a staff survey.

Education sessions for stafto increase staff knowledge, skills and comfort in addition to

increased exposure to discussing sexuality issues pestroke was associated with an

increase in IRP staff addressing sexuality issues with stroke survivors. Staff had the

opportunity to immedi ately integrate new information and skills into practice. Overall the

evaluation demonstrated that the process improved staff knowledge and empowerment,
AAEEAOGAA 111 AT 001 A O POAAOEAA AEAQiGAesET AOAAOA/
and developedorganisational capacity.

In the following section, a summary of the reneasure is presented alongside reflections on
the SOX Progranoutcomes.
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Organisational audit
Organisational capacity was improvedsignificantly to 15/20 points compared with a score
of 0/20 at baseline. The following sections totalled 10 points and were successfully met:

1. Our service/unit invites all stroke survivors to discuss sexuality with staff.

- Education posters are located in the IRP and the outpatientception area.

- 4EA O3A@ AT A OAI AGET 1 OEEPO AEOAO OOOI EAG
consumer information area.

2. Our services/unit has a guide for assessment and documentation of sexuality after
stroke.

- A Community Reintegration plan checklist islocated within the medical file during
admission to direct staff to addressing sexuality after stroke and provides a central
and consistent source of documentationgttachment 3.)

3. Our service/unit has consulted stroke survivors to design and review stragies for
providing information on sexuality after stroke.

- A forum of stroke survivors and other inpatients was conducted to assist in the
development of the education posters.

- Stroke survivors and/or their partners were invited to participate in the basline
and repeat assessment interviews.

4. Our service/unit assesses the knowledge, values and beliefs of staff relating to
sexuality after stroke.

- IRP staff were surveyed at baseline and at repeat assessment to determine their
knowledge, values and beliefs.

- Attendants at the staff education session provided evaluation and further
comments.

5. Our service/unit ensures that information and education is valuing and inclusive of
diversity of sexual orientation and gender identity.

- All education to BHS consumersr to BHS staff is valuing and inclusive of diversity
of sexual orientation and gender identity in line with organisational policy.

The remaining five sections of the organisation capacity were partially met, scoriniive
points. These sections were:

1. Our service/unit provides all stroke survivors, and their partners, with information
on sexuality after stroke.

- The unit is developing a system at case conference where the staff member who
has developed an appropriate rapport with the stroke survivor ad/or their partner
is determined by the team.

2. Our service/unit has a policy outlining how information on sexuality after stroke
will be provided to stroke survivors and their partners.

3. Our service/unit has documented the roles of all disciplines in therovision of
information on sexuality after stroke, to stroke survivors.

- Two senior nursing staff were selected by the IRP NUM to maintain the issue of
sexuality as a portfolio; their role is to develop the comfort and skills of nursing staff
and information provision to our consumers.
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4. Our service/unit has a systematic strategy for interdisciplinary communication
relating to sexuality after stroke.

- The unit is developing a system at case conference where the staff member who has
developed an appropriaterapport with the stroke survivor and/or their partner is
determined by the team.

5. Our service/unit has a systematic process for providing staff education relating to
sexuality after stroke.

- An online central place for resources was created at an all stafccess level. The

AAOAAOGEIT &1 AAO ET Al OAAAg OEA . AOEI T Al

300I

AEOAO OO6O0OTI EAo AEAAOOEAAOR OEA 3/8 AT A #i11 &£ O

and metropolitan referral list; literature on sexuality issues and externhspecialist
resources.

- New staff members to IRP will be orientated to the resource folder.

In addition a clinical practice guideline is in development which will support organisational
capacity.

These organisational achievements have highlighted thsuccessful team approach in
addressing the area of sexuality posstroke for our consumers. Saliently, this result has
embedded community reintegration into our organisational response for our stroke
OOOOEOI 066 OAAT OAOUS

Medical record audit

Twenty electronic medical records were audited;35% (n=7) documented a discussion
concerning sexuality with a stroke survivor.This is a significant achievement given the
baseline audit identified documentation in only one fileThe provision of information was
initiated and conducted by a speech pathologist (n=5), an occupatiortherapist (n=1) and

a clinical psychologist (n=1). No referrals were either requested by the stroke survivor
and/or their partner or initiated by the treating team. All information provided was in
OAOAAI mI Oof ET AAAEOEIT O DOl OGEOEIT & £&
factsheet. To facilitate the stroke survivors comprehension secondary, to a diagnosis of
aphasia/dysphasia the speech pathologist used alternative and augmentagiv
communication resources to assist.

The sample population at repeatincluded 15 males (75%) and 5 (25%) females. In
comparison to the baseline audit the average age of the stroke survivors was lower. The
male stroke survivors mean age was 64.7 years (nge 4077; SD 10) in comparison to the
female stroke survivors mean age of 69.4 years (range #2; SD 13.1) The average length
of stay for the stroke survivors was 28 days equalling the average length of stay at baseline.
Gender was markedly different atre-measure with a greater proportion being male stroke
OO0OOEOI 00686h xEEAE EO AiT1 OEOOAT O xEOE OEA
demographics were comparable to baseline with exception of the proportion ofidowed
stroke survivors, which was hgher at baseline correlating with the higher average agésee
table nine).
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Table 9. Marital status and gender

Married | Widowed | Divorced | Single Defacto

n(%o) n(%) n(%) n(%) n(%)
Male (n=15) 9(45.0) 1(5.0) 2(10.0) 2(10.0) 1(5.0)
Female f=5) 0(0.0) 2(10.0) 0(0.0) 3(15.0) 0(0.0)

Staff survey

The staff survey was repeated and completed by 30 staff, slightly lower than the baseline
number. Demographic information captured at remeasure was comparable to that at
baseline with exception of increased respondents from the medical cohort and reduced
response from the psychology and occupational therapy disciplindsee table 10)

Table 10. Demographic information

n=30 No. of staff
n %
Sex
Male 8 26.7
Female 22 73.3
Age (years)
19-29 9 30.0
30-39 5 16.7
40-49 8 26.7
50-59 7 23.3
60 plus 1 3.3
Discipline
Doctor 3 10.0
SocialWorker 1 3.3
Physiotherapist 1 3.3
Psychologist 3 10.0
Nurse 16 53.3
Speech Pathologist 2 6.7
Occupational Therapist 2 6.7
Dietitian 0 0.0
Prosthetist/Orthotist 1 3.3
Other 1 3.3
Work place
Acute 0 0.0
Sub-Acute 28 93.3
Community 2 6.7
Combination 0 0.0
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Similarly, to the baseline data the impact of physical factors was rated as higher than the
impact of the psychosocial factors (see table 11). Further at q@easure the impact was
rated more strongly for physical factors than at baseline indicating increasl knowledge. In
particular, the perception of the impact of vaginal dryness elevated from the lowest
impacting factor at 18 (54.5%) for some to strong impact to 23 (79.3%). The impact of pain
on sexuality was represented in the rameasure data. In additim, a shift in perception
concerning the impact of psychological factors indicated less staff attributed nil or little
impact to these factors.

At re-measure an increasewas noted in the number of staffthat indicated @isagreedor
Gtrongly disagreedin relation to sexuality after stroke being theirresponsibility (from 5.9%
to 13.8%). Of those respondents n=3 were nursing staff and t=was listed as other
discipline and it is not currently clear why this shift occurred Staff perception of their own
professional responsibility to provide information had consistently increased for
occupationaltherapy, nursing, psychology, physiotherapy, speech pathology and nursing.

Table 11. Impact of physical and psychosocial factors

n=30 No to No Some to
unless otherwise stated little impact Opinion strong impact
n(%) n(%) n(%)
Physical factors
Fatigue 1(3.3) 2(6.7) 27(90.0)
Loss of movement (=29) 1(3.4) 1(3.4) 27(93.1)
Loss of sensation 0(0.0) 3(10.0) 27(90.0)
Pain(n=29) 1(3.4) 3(10.3) 25(86.2)
Vaginal dryness(=29) 1(3.4) 5(17.2) 23(79.3)
Erectile dysfunction 0(0.0) 5(16.7) 25(83.3)
Medications 1(3.3) 6(20.0) 23(76.7)
Psychological factorgn=29)
Changes to body image 4(13.8) 2(6.9) 23(79.3)
Reduced selesteem & 4(13.8) 3(10.3) 22(75.9)
confidence
Changes in roles in 4(13.8) 6(20.7) 19(65.5)

family/intimate
relationships

Anxiety 4(13.8) 5(17.2) 20(69.0)
Depression 4(13.8) 3(10.3) 22(75.9)
Changes in cognition 4(13.8) 6(20.7) 19(65.5)
Dependency on partner for 4(13.8) 4(13.8) 21(72.4)
care

Perception of sexuality as a relevant concept despite age was demonstrated in the re
measure data where the percentage gap in the strongly agree or agree selections reduced
from 9.3% at baseline to 3.8% at reneasure. As per badae, staffaged 50 years and over
continued to place equal importance on the issue of sexuality regardless of age (see table
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12). Despite these improvements it is clear that there remains a dividdetween
professional rehabilitation experience and knowledje concerning the area of sexuality.

At re-measure there was the inconsistent response from some staff regarding their
perception that information provision was their responsibility and the selection of which
disciplines were responsible for information provision. All medical team respondents,
occupational therapists, psychologists and the sole physiotherapist affirmed that it was
their professional responsibility to provide information. The proportion of staff who
perceived thatit was not their professional responsibility to provide information increased
from 5.9 % to 13.8 % at remeasure Gee table 13). The disciplines where the perceived
responsibility for the provision of information increased included social work, speech
pathology and occupationatherapy.

Table 12. Age and Workplace beliefs

n= 30 Strongly No Strongly
agree or Opinion dis_agree or
agree disagree
n(%) n(%) n(%)
Age and sexuality
Issue for under 65 years 27(90.0) 3(10.0) 0(0.0)
Issue for 65 years and overr{=29) 25(86.2) 4(13.8) 0(0.0)
Workplace beliefs and responsibilitigs=29)
Providing information is important 22(75.9) 7(24.1) 0(0.0)
Providing information is my responsibility 18(62.1) 7(24.1) 4(13.8)

Table 13. Responsibility for i nformation provision

n= 29 No. discipline
Providing information is the responsibility of the n %
following staff
Discipline
Doctor 25 86.2
Social Worker 18 62.0
Physiotherapist 19 65.5
Psychologist 26 89.7
Nurse 21 72.4
Speech Pathologist 13 44.8
Occupational Therapist 20 69.0
Dietitian 4 13.8
Anyone who works with the client 1 3.4
Unknown/not designated 1 3.4

At re-measure the proportion of staff reporting high levels of confidence in providing
information increased from 11.8 % to 27.6 %{see table 14) A lesser proportion of staff also
selected @ooto low levels of confidence.Similarly, a greater proportion of staff reported
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high levels of comfort in providing information moving from 14.6 % at baseline to 32.0 % at
re-measure. No change was noted in those reportin@ooto low levels of comfort and a
lesser proportion of staff reported some level of comfort at reneasure.

The single respondent with the most life experience aged 60 plus years was the most
confident and comfortable in providing sexuality information. In contrast to the baseline
measure the staff with the least life experience, in the category 12 years scoed as the
second most confident and comfortable category closely followed by the age group-49
years. The category of 3(B9 years scored as both the least confident and the least
comfortable.

Table 14. Comfort and confidence

n= 29 No to low levels Some level of High level of comfort
comfort and and confidence
confidence n(%)
n(%) n(%)
Confidence in 9(31.0) 12(41.4) 8(27.6)
providing information
Comfort in providing 6(21.4) 13(46.4) 9(32.0)
information

Qualitative information collated from the repeat staff survey identified the challenge of time
for nursing staff and reiterated knowledge as a limiting factor in information provision to
consumers. The following comments were provided:

O0) £ ) Eilix xEAO O1 OAI 1O0OAEREThC )Oix 1 @A Al MAMAITOA
OWAAE DPAOEAT O EO ET AEOEAOAT AT A O AOA OEAEO
have to answer patients wherthey call. | would not feel comfortable committing

[committing] to any conversation about any topic because | mightave to leave and

take another patient to the toilet. Allied health do not have to leave to attend to
I OEAO PAOGEAT 60846

O'! [8) nurse | have a buzzer and fouother patients to wait on, | can not commit to

a conversation on anything because the next roomamy need to go to the toilet. No

other disiplines [disciplines] have that demand on them. It would be wrong to leave

the patient needing help to go to the toilet or for me to go back and forth on a

OPAAEAZEA OI PEA xEOE AT UITTAh OOI EA +r OOOT EAY 1|

Patient interviews

A second attempt at interviews was successful with one stroke survivor participating in an
interview. Seven stroke survivors were recorded as inpatients in IRP during the interview
period from Decemberto February 2013-2014. Of those,one stroke survivor and two
partners of stroke survivors were provided with the sexuality stroke flyer inviting them to
participate in an interview. Four stroke survivors were excluded and none of those four had
a current partner.
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A single patient interview was conducted in February 2014The interview transcript was
read by the associate researcher and coded in the style of a grounded theory approach to
data analysis. Three themes were identified from the data; these were informati
provided; consumer opinion of information including the importance to self, quality and
style; and consumer opinion of staff approach to providing information. All of the data was
accounted for within these categories.

The theme of information provision was explored from the participant perspective relating
to how the information was provided. The participant reported that;

O4EA ET £ Ol AGEI 1T CEOAT EO OEA PAPAOxI OE OEAC
which basically outlined the guidelines and ancerns. There is further information

on the back via weblinks. Also, | was first made aware of sexuality after stroke with

OEA 1 Ai ET AOAA £l UAOO PETTAA O OEA xAl 10 AOT

4EA OEAT A AT TAAOTET ¢ OEA Mpdrténéel aAdodquaiity @ MO ODAAOE O/
information received was demonstrated when the participant noted that;

O7EAT UIT O EAOGA A 0OOOI Esfandup &hdfurictibrEdgainBut T AA OT  E ¢
then as other vitals appear as in the standing etc. you start to wondethat if, does it

really affect some people? Whether it be seffratification or with a partner | can see

xEU OEA AT T AAOT O AT A NOAOGOEI T O AOA OAEOAAS8O

The participant rgportgd\copgem for people who have an issue with sexuality post stroke o
AT A OEARAAOUIAG OOU &I O AT UAT Au OEAO EAO O 1 EOO
participant also described the usefulness and imptance of accurate information:

06 AOU EAI pADI 8% diréaily Adidifor thiz coldlition.dtmvas about, the
r'nqin~p9int ’of’view i§ j[hq _feqr of‘ triggering gnpthqr st[okg WithAbI~ood pressure o
ET AOAAOA OEOI OCE AQGAEOAI AT O AOA8 EO 110 OEI x

Feedback on the forms of information included an initial response to the developed poster
where the participant reported that:

O) xAO OET AEAA POI AAAT U ETEOEAIT U O OAA OEA
with the pair of legs intertwined beneath the sheets and | looked at that and thought
EATCc T1T A T ETOOA 8 ) OEI OCEO OEEO EO A OAAT -

Consumer opinion of staff approach to providing informationE AAT OE ZEAA OEA DPAOOE
opinion of how staff approachedhe provision of information. The participant indicated that

AOOET ¢ OEA OAEAAEI EOAOQEIT 1T bDH#PAEncerBDDPBA QERBRA OF
participant stated that;

O0) OEETE )80A EAA A OOOIEA )BOA ¢ci O O OOU ¢

cio o1 ) T AU AO xAl1 OoOu AT A AT EO Al1l O1CGAQ
do that later because later never happesisometimes. | think that it is why it would
be greattodothatnowAO 1 AAOO | AEA OEA TPOEIT AOAEI AAT A
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Finally in regards to the timing of information provision the participant suggested that it

OET O1 A AA OOiI xAOAO OEA OAQUI EDAET B YOEANWA OBEATA |

OOEAO EO OEI OI A T1TO6 AA AITTA 0611 AAOI US8O
The consumer interview reinforced themes encountered within the SOX literature review
and importantly highlighted the local importance in addressg the topic of sexuality post
stroke. The voice of this BHS consumer identified areas of strength in addition to

recognising the current limitations and areas for improvement information provision and
management of sexuality concerns posstroke.

Discussion

Stroke survivors and/or their partners have the right to access information concerning
sexuality during their rehabilitation phase. A clear divide is evident between the staff
rehabilitation experience and their knowledge concerning the area of sexuality. Health
professionals currently report reduced knowledge and skill in addition to reduced
confidence related to the area of sexuality after stroke. Positively, the health professionals at
BHS are requesting further sexuality education to ensure holistic management.

Overall, the projectaffirmed that practice change occurs gradually and that this project has
provided a good foundation on which longterm and sustainable change in staff attituderad
practice can be built upon.A shift in staff perception of professional responsibility in
addressing sexuality issues was strongly demonstrated by the speech pathology staff that
OOAT OGEOCEIT T AA 011 AAI EAOGEI ¢ OEAO EO AEOEAO
prevalent discipline in initiating and providing sexuality information. The results reiterate

the literature in affirming that information provision is best practice with staff whom the
client has established rapport and conducted in a private and quiet environment such as,
the speech pathology clinic rooms.

The interview respondent affirmed sentiments and themes within the current literature. In
particular, the respondent highlighted the fear or recurrent stroke in relation to
recommencing sexual activities as a redife concern (Thompson and Ryan, 2009, Tamam et
al, 2008.) Our findings are also consistent with research reporting that the timing of
sexuality information provision is most effective during the rehabilitation phase (Schmitz
and Finkelstein, 2010, Simpson et al, 2011, Tamam et al, 2008).

The project has highlighted that educational posters related to sexuality are an effective
health promotion strategy in initiating topic awareness and discussion. The positive
consumer response has réterated the importance of engagement to facilitate disussion
and the provision of information consistent with the NSFuideline 8.5.

Improving services in this arearequires time, enthusiasm and participation of both
consumers and health professionals. The project is the initial discussion highlighting the
need to improve our local rehabilitation skill set. It is predicted that the findings may be
relevant to other regional settings throughout Victoria. Future opportunities to facilitate
staff education should be sensitive, inclusive and comprehensive to mmue staff
development. Increased availability and provision of education to rehabilitation staff will
ensure future clients and their partners are informed and can participate in and enjoy a
salient part of their lives.
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Limitations

There were a numbe of limitations to consider with the study findings. As a regional health
service, access to relevant and experienced referral sources for specialised sexuality needs
is challenging. In addition, approximately two thirds of stroke survivors admitted to IR are
regionally or remotely located increasing the challenge in accessing specialised services in
Melbourne.

The small sample size of consumer interviewees and staff survey response allowed scope
for consumer bias. Similarly, the frequency of stroke swuivor admission was challenging.

Future directions
It is recommended that the future directions of this work include the:

1. Establishment of a working party to ensure further clinical practice change and
sustainability.

2. Facilitation of expert education ad encouragement of external professional
development opportunities.

3. Implementation of project findings and practice change to the acute neurology team,
slow stream rehabilitation unit, community programs and community rehabilitation
teams.

4. Liaison with the local stroke peer support group to share project resources and
findings.

5. Continued discussion of sexuality on ward rounds as appropriate.

6. Encouragement of clierdcentred goal setting in the area of sexuality.

7. Creation and promotion of education resource appropriate for stroke survivors
who have cognitive and/or language impairment.

In conclusion, participation is this project has increased staff awareness and momentum in
addressing sexuality poststroke. This includes increased staff capacity and coort in

information provision and the management of concerns raised by the stroke survivor

and/or their partner. Saliently, passion and motivation for improved clinical performance

for increased client outcomes has been championed by select staff from thedical, nursing

AT A Al TEAA EAAI OE OOAEZA8 ' DI ATTAA AAOAAOQGEITI
AT ECTI T AT O xEOE OEA .3&80 Al ETEAAIT COEAAIET AOS
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Attachment 1:Medical record audit template

UR number:

1. Has education concerning sexuality A Yes
been provided to the patient? A No
A Not recorded

If No or Not recorded, please go to
Question 6

2. What form was the information A Verbal

provided? Written

Stroke Foundation factsheet
Sexuality support group details
Other:

Please tick one or more responses.

Not recorded

i P P P P

Medical
(consultant/registrar/ intern)

3. Which discipline provided the
information?

Neurologist
Please tick one or more responses. Nursing
Clinical psychology
Neuropsychology
Physiotherapy
Occupational therapy
Social work

Speech pathology
Dietician

Podiatrist

Other:

4. \Who initiated the information Stroke survivor

R .
provision Stroke survivor partner
Medical

(consultant/registrar/ intern)

D P il P D P PP I P I P P

Pleasetick one or more responses. Neurologist

Nursing

Clinical psychology
Neuropsychology
Physiotherapy
Occupational therapy
Social work

Speech pathology
Dietician

D P P P P D P D




A Podiatrist
A Other:
A Not recorded
5. Where in the file was this documented? A Case conference note
A Progress note
Please tick one or more responses. A Medical discharge summary
A Social work MR form
A Other:
6. How many days intotheir IRP days
admission was the information provided?
7. What was their length of stay on IRP? days
8. Were any referrals regarding sexuality A None
issues made? A Internal:
A Sexual health medicine physician
Please tick one or more responses. A Clinical psychology
A Relationships Australia
A Continence clinic
A Sex therapist
A Other:
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Attachment2: sexuality project flyer

Sexuality after stroke

Ballarat Health Services
first

We are currently participating in a project to make sure that patients are given
information about sexuality after stroke. The project is being conducted by the
Australian Research Centre in Sex, Health and Society (ARCSHS) atTiabe

University, in partnership with the Victorian Stroke Clinical Network.

417 EAI B 00 01 AAOOAO O1T AAOOGOAT A OEA OOOT EA (
they may have been given about sexuality after stroke, we would like to interview

eight patients or their partners. The interviews are confidential and will be

conducted by Claire Stewart (speech pathologist) or Sharyn Hogan (registered

nurse).

If you are interested in participating in an interview, you can contact Margaret
Dawson, SubAcute Ambulatory Care Manager, directly on 5320 3711, and she will
provide you with an information shed which provides more details.Alternatively,

please ask one of the staff members to contact Margaret Dawson on your behalf.
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Attachment3: Community reintegration plan

=|- Ballorat Health Services | UWR Number
Ea Tutting your h first” Sumame
Em ) ) ) Given MNames }(
gz Eurnrl;un::::;lgbeg-rahun Plan D.O.B. / [ S
-= or UrvIvors
T AFFIX PATIENT LABEL HERE }(
Self-management Sign & Privt name of clinizian:
Desigration: Daoter__ /4 S
Supported b access generic sell-management programs | [ Yes Dater }{
in the communiy. (ko
[ Mot appropriate:
Stroke-specfic programs for self-management. ves Date: ___ ){
Disciplines):
OMo
S— ¥
A collaboratively developed scii-management care plan. e Dater 4
Disciplines):
%o H
[ Mot appropriate:
Driving Sign & Print name of aiician:
ke if they intend to drive again. [e= Dater o
Disciplines): -
O >
[ Nt appropriate: =
1 wanting to returm ko driving: [O¥es Dater ___f____
Given information about driving after stroke and Digcipline(s):
assessed for fitness to return b driving using the national | [ Mo
guidelines | Assessing Fimess To Orve) and relevant state | [T Mot appropriate: g
guidelines. -
Informed that they are reguired to report their condition [es Date: ____ o e E
to the relewant driver licerse authority and notify their car | Discipline(s):
insurance company befone returring o driving. L %
[0 Mot approgriate: )
Mesdical team provided advice conceming relevant driving | [ Yes Dabe: ¢} =
restrictions post-stroke LA o E
[ Mok appropriate: a
VicRoads form completed, ves Daber ¢}
O 2
[ Mok appropriake: g
Referred to an OT driving assessment Oves Date: ___f
{if medicalty fit and requires further testing). ONe §
[ Mot appropriate:
Leisure Sign & Print name of aircian:
e Designation: D= __ /[ | =
dan 14 | Referred o rebevant programs for assistance with retum O ves Dater ___/____/___ -
o kekure Ecks. [(to o
[ Mok appropeiate: o
Fglol




Eallorat Health Saervices
; by first

Community Re-integration Plan
for Stroke Survivors

0.0.E, I !

U.R. Mumber

Sumamse

Given Mames

Sex

AFFLY{ PATIENT LABEL HERE

Return to work Sin & Pt name of cliniian:
Decignagion: Date: 4/
Offered assessment of cognitive, languags and [ s Date: |
pivysical abilities relalive bo thedr work demands. Ho
Mot aporopiate:
Assistance (o resume o Bk up work, [ es Date:
[ ho
[ Mot appropriate:
Refesral bo 3 supported emphoyment senvioe, [ s Date: /[
Ko
Mot appropriate:
Sexuality Sign & Priret narme of clinician:
Desigration: Date:__ 4/
Offered and/or their pariner was offered an [ es Dabe: ___F___{
opportunity to discuss ssues relating bo sexeily. D’a:ugirﬁs.}:
Mot appropriate:
Given writlen informiation addres=sing issues [ es Date: ___ f___{
redating bo sexuality. Drisciplines{s}:
[ no
[ Mot appropriate:
Relevant referrals completed addressing peychosocial [C] Yes Date: ____f___{
and physical function. Diaciplines):
[ vo
[] Mot appropriate:
Pear support Sign & Print name of clinidan:
Decignagion: Date: 4/
Prosided local stroke support group informaticn. [ es Date: ___F ./
Discipline{s):
[ o
[] Mot appropriate:
Prosided otiver pesr supgort infomation. [ es Dabe: ___F___{
Discipline]s):
[ ho
[] Mot appropriate:
Carer support Sign & Bt name of dinician:
Designation: Detee 4/
Offered the camsr support Services, [ es Dabe: ___F___{
Dascipline]s):
[ ho
[ Mot appropriate:
Offered the caer iocal sroke group infomation. [ s Date: ___ f
Discipline|s):
No
Mot appropriate:
Nasistance provided for familiescarers to manage ] Yes Date: ___f___{
strake survivers who have behavioural problems. Déscigline{s):
[ ho
[ Mot appropriate:
MR/ Pg2of2
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4

Caulfield

HOSPITAL

Caulfield Hospital, Alfred Health

Written by: Dr Jane Khoo, Susie Leech and Katy Meltzer.

Contact

Dr Jane Khoe Clinical Neuropsychologist
Phone: (03) 9076 6145

Email: J.Khoo@alfred.org.au

Susie Leech Social Worker
Phone: (03) 9076 4953
Email: S.Leech@alfred.org.au

Katy Meltzer- Clinical Psychologist
Phone: (03) 9076 6000

Email: K.Meltzer@alfred.org.au
Web: www.alfred.org.au

Caulfield Hospital is a 386bed subacute and residential facilityin Melbourne that
provides a range of speciality serdes to thelocal community in the areas of Community
Services, Rehabilitation, Aged Care, Residential Care and Aged Psychiatry. These
services are provided both in a hospital and community setting, and are part of the
wider Alfred Health Network. Caulfield Hospital provides statewide rehabilitation
services to a broad range of patients, and offers a diverse array of treatment programs
tailored to meet patients' specific needs, whilst promoting independent living through
accessible and flexible services. @QHield Hospital aims to provide high quality,
compassionate care to all patients to enhance their quality of life and assist them to
remain at home where possible, rather than being admitted to hospital for treatment.

The Neurological Rehabilitation Uni (NRU) at Caulfield Hospital comprises of 26
inpatient beds, in addition to an active ambulatoryrehabilitation program including
sameday rehabilitation, outpatient and therapyin-the-home services. Patients are
referred principally from the Alfred Health Network but the service also accepts
patients with specific neurological conditions statewide and even interstate. Patient
ages range from 16 to beyond 90 years with most patients being in the range of 60 to 80
years; however a large number of youngeratients also access the service. The Caulfield
Hospital Neurological Rehabilitation program operates from a multidisciplinary team
perspective, and delivers individualised care committed to helping people achieve their
optimum level of functioning. The tean collaborates with patients and families to
promote a supportive, goaloriented rehabilitation environment.

55


mailto:J.Khoo@alfred.org.au
mailto:S.Leech@alfred.org.au
mailto:K.Meltzer@alfred.org.au
http://www.alfred.org.au/

In 2012, the National Stroke Foundation Audit of Rehabilitation Services found that only
17% of stroke survivors nationwide were offered information on sexuality at Caulfield
Hospital was identified as offering information on sexuality to only 8% of stroke
survivors, well below the national average.

With this in mind, members of the Caulfield HospitaNRUsought to become involved in
the SOXProgram. Three staff representatives from the disciplines of psychology and
social work became involved in the SORrogram.

Project aims

The National Stroke Foundation (NSF) reported that observational studies had
identified that sexual dissatisfaction iscommon poststroke (45-83%) and is more

common in people with communication disorderst3 Both the physical and psychosocial
AOPAAOGO 1T £ OAGOAT EOU 1 AU AA AEEAAOAAR xEEAE
There are currently no studies that addres the impact of interventions on sexual

activity after stroke.

The aims of the project for Caulfield Hospital were to:

1. Build the confidence and capacity of clinicians to implement Guideline 8.5 and,

2. More consistently provide patients and theirpartners with written information
addressing sexuality after stroke, and the opportunity to discuss issues relating
to sexuality with an appropriate professional.

The researchers aimed to design and implement a process that would be sustainable
and consigent across all disciplines, with clear guidelines around suitable timing and
strategies to initiate discussions about sexuality. While everyone in the interdisciplinary
team has a role in addressing sexuality, a clear guideline was also desired around ethi
therapist in the interdisciplinary team would be best placed to initiate discussions about
sexuality with the patient.

These results aimed to inform the development and implementation of an action plan, to
ensure Caulfield Hospital provides a servicehat meets Guideline 8.5 and achieves a
more consistent approach in addressing sexuality with patients.

Project method

Three staff members (a Clinical Neuropsychologist, Social Worker and Clinical
Psychologist) from the CaulfieldNRU were given permission by their department
managers to participate in theSOXProgram and thus formed the primary working party
and research team. Following each workshop, these staff members provided feedback to
the unit including the rehabilitation consultants.

Needs Analys
Following the initial SOXworkshops in August and December 2012, the research team
began the process of planning aeeds analysis, exploring the following areas:

Organisational Audit : Identification and analysis of the current processes regarding
provision of information about sexuality to stroke survivors within the CaulfieldNRU

Staff Survey: Exploration of the knowledge and attitudes of clinical staff regarding

sexuality and stroke; levels of confidence and capacity of cliolans when discussing
sexuality;
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Patient Interviews : Feedback regarding the NSF Sexuality fact sheet. Exploration and
Ol AAOOOAT AET C 100 PAOEAT 008 AobAOEAT AA AOOET C
sexuality.

An ethics application was prepared in January 2013 with the support of executives of
the hospital (Head of the Department of Rehabilitation, Aged and Community Care and
Associate Director of Allied Health). A research coordinator from Clinitdnnovation &
Interdisciplinary Projects provided the working party with crucial support to prepare
the initial ethics application and subsequent resubmissions. Ethics approval was
received in March 2013 and the needs analysis, patient interviews and stafurveys
commenced. During this time, we recruited an Occupational Therapist onto the working
party to provide assistance with data collection and data entry.

The results of the needs analysis were used to inform the development and
implementation of anaction plan, to ensure Caulfield Hospital will provide a service that
meets Guideline 8.5 and achieves a more consistent approach in addressing sexuality
with patients (i.e. providing patients and/or their partners with written information
addressing sexudity after stroke, and the opportunity to discuss issues relating to
sexuality with an appropriate professional).

The needs analysis identified and analysed the current processes regarding provision of
information about sexuality to stroke survivors within the NRU The analysis also aimed
to explore the knowledge and attitude of clinical staff regarding sexuality and stroke, to
inform strategies to build the confidence and capacity of clinicians when discussing
sexuality.

Findings& insights

Organisatioal Audit

The researchers conducted an informal audit of the 2 5 Gu@ent processes when

addressing sexuality. The SOX Audt AO AT 1T AOAOAA AOOEI C TTA T &£ 1
improvement meetings. Our unit scored 0/10. The results from this audit confirmed that

the. 2 5 éxiSting capacity to support the implementation of Guideline 8.5 was limited

an outcome that was predicted bythe researchers. The audit tool proided a useful

baseline for the Uiit, and there are plans to repeat the audit after project

implementation to monitor our progress.

Staff Survey

Clinicians within the NRU were invited to complete a short survey to explee their

knowledge and attitude regarding sexuality post stroke. This survey was available both

ITITETA ATA ET DOET Oh AT A Al piEhOUnktdiadkeasel AAAA EI
nurses response rates. For example, nurses who may not be able to esxa computer

easily during their shift could complete the short survey when able (as a result nurses

formed 48% of the total respondents).

The survey data was then entered into an online survey system for analysis. This survey
was made available to apmpriate staff members for a period of two months, with
intermittent reminders by the working party to complete the survey. We had a response
rate of 83% (25 out of 30 staff members on the team), of which majority of the
respondents were female (88%) and ged 1929 years (48%). Respondents included
nurses (40%), doctors and allied health clinicians (i.e., physiotherapists, psychologists,
occupational therapists, speech pathologistslieticians, and social workers).
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Is sexuality an important topic to addraswith stroke patients?

All 25 clinicians on theNRUteam who completed the survey recognised that changes to
sexuality may be an issue for patients after stroke. The majority (95%) believed that
providing patients with information about changes to sexuality after stroke is important.
Only 52% of staff felt that providing patients with information about changes to
sexuality after stroke was their responsibility. This finding suggests that we currently
lack clear guidelines around the role of staff members in addressing sexuality with our
patients.

Furthermi OAh OEA 111 ETA OOAZEZAZ OOOOAU ET AEAAOAA OE
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often forgotten in their population, and it is just as important to them as it is a younger
PAOOIT 8606

About 60% of staff reported that they didnot feel confident in their ability to provide

information about changes to sexuality, indicating a need for staff education and

I DT OOOT EOEAO Oi AOEI A OEAEO Al icmedpiweAAs /1A
don't have any systems for routine or targeted information provision about sexuality. |

think that if some systems/expectations are in place, it may help to make therapists
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Whose responsibility is ito discuss sexuality after stroke?

While 52% of staff agreed that they felt some responsibility to provide patients with
information about changes to sexuality after a stroke, there was no consensus on a
specific discipline to be solely responsible for ddressing this topic with patients (see
Figure 1).

Figure 1: whose responsibility is it to provideinformation?

Q13 In my workplace, providing The majority of staff (96%) felt that
clients with information about doct hould b il f
sexuality after stroke is the oc ors_ shou ) e r_espon(]SI e for

responsibility of the following staff addressing sexuality, while 76% of staff

(tick as many as you think apply) indicated that psychologiss should take

on this role. The next most common

OOther . o e

it choices to take up the responsibility of
ietitian

providing patients with information about

BOccupationa changes to sexuality after stroke were

| Therapist X 7

mNurse occupational therapists (56%), nurses

OPsychologist 76% (52%), social workers (48%), and

OPhysiothera 44% physiotherapists (44%).

m8ocial 48% _ _

g orker 96% Physical factors such as fatigue, loss of
movement, loss of sensation, pain, erectile

0% 20% 40% 60% 80% 100%120% dysfunction and medications were rated
as having strong impact by more than
75% of staff members surveyed. Psychosocial factors such as changes to body image,
reduced seltesteem and confidence, changes to roles in family/intimate relationships,
anxiety, depression, changes in cognition and dependency on partner for care were
rated as having strong impact by more than 75% of staff members surveyed. These
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findings suggested that most staff members are aware that sexuality incorporates both
physical and psychosocial factors.

4EA OOAEE OOOOAU xAO OOAEOI ET EAIPETIC OO OI
towards this topic, and assisted us in shaping the wawe designed staff education
material for the next phase of the project.

Patient Interviews
Six stroke inpatients participated in qualitative interviews to provide feedback on the
NSF sexuality fact sheet and the ur@ current processes in addressing sexuality.

These patients met the basic selection criteria of being able to communicate effectively
(i.e., Englishspeaking with no aphasia) in an interview. The views of no&nglish
speaking patients could not be explagd in this project due to a lack of funding available
for interpreters and potential translation and cultural issues surrounding the topic of
sexuality. Patients with aphasia also could not be included due to the difficulty in
conducting an interview given significant verbal and written communication
impairments. Nevertheless, we fully acknowledge that sexuality is an important issue to
be addressed withall patients who have experienced a stroke, regardless of age, sexual
orientation, gender identity, cultural background or communication level.

Appropriate patients were approached by a nottreating therapist involved in the
project for recruitment, and interviewed after providing informed consent. They were
provided with the NSF sexuality fact sheet prioto the interview.

The interviews were conducted in a private office in a senstructured interview style. It

is important to add that each interviewer spent time building rapport with the patient

before commencing the interview. During each interview,Hle interviewer was conscious

I £/ OEA PAOGEAT 080 1 AGAT 1 & AT i1 £ 006 AT A AAOGANR
was saying to tease out and help the patient elaborate on their responses if necessary.

Our patient group consisted of five males andne female, aged 33 to 67 yealsee figure
2). Four male and one female participant identified as heterosexual, and one male
participant identified as homosexual.

Figure 2: age range of participants
All patients engaged actively in the
Age range of patients interviewed interview process and were keen to
express their views on the topic of
sexuality and their experience in our
rehabilitation environment.

>65 years

<45 years Four themes emerged from the patient
interviews:
1. Importance of discussing sexuality

post stroke with patients and partners,

2. Discrepancy regarding  which
discipline should be responsible for
addressing sexuality with patients and
partners,

3. Timing of the discussion around
sexuality with patients and partners, and

46-65 years
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4. Potential barriers to discussing sexuality with patients and partners.

Importance of discussing sexuality
All stroke patients interviewed expressed an absolute need for sexuality to be addressed
during rehabilitation.
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take away the personal andrntimate and private out of it (sexual activity),
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age 33
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patients, sometimes the changes to sexuality wilimpact on the partner a lot
i T OAMale, age 67

The patients unanimously agreed that it was important for staff to provide patients with
information about sexuality after stroke. All patients felt that sexuality was a significant
issue whether they wereheterosexual or homosexual, single or in a relationship. A 59
year-old male patient descibed:
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expressed varying concerns about how changes in sexuality after a stroke would affect
their relationships.
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) O6 timAté way of showing affection for your partner. ...I think that if
normal sexual relations could resume, it would help a relationship to
0 6 0 O Avald, &ge 59
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Some patients expressed a concerabout how changes in sexuality after a stroke affect
their self -esteem.
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about erectile dysfunction. A man will think R O 11 O CciT A ATT OCE A
of this issue and it affects hiselfimageand confidence and sense of being a
I Al -8ale, age 67

The fact sheet was seen as an important way for patients to receive factual information
about sexuality after stroke.
O9i @Al T Al Oi ACET T
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after my first stroke that antidepressants were leading to premature

ejaculation. | later went to my doctor with this problem and found out that
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Male, age 59

The fact sheet was also seen as anportant method for patients to have their concerns

addressed, especially if they do not feel comfortableaising the issue directly with

clinicians.
O4EEO EO A OAOU DPAOOITAI EOOOARh A DOEOAOGA
with people. So having dact sheet is good. Then if there are issues, | can talk
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personal and intimate and private out of it, but sex does need to be
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Whose role is it?

The stroke patients interviewed reported differing opinions on which members of the
multidisciplinary team were best placed to address sexuality. Some interviewees felt
doctors were most appropriate for this role, however most reported that the
relationship and level of trust between patient and therapist was the most important
deciding factor when considering a convesation about sexuality.
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must have complete trust in the person they speak to. It should be a person
of calibre who can have a private one on one conversation. It could be the
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Some patients felt the physical environment in which these discussions occurred was
important.
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Others felt that it was important that partners wereinvolved in these conversations too.
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Timing/When to discussexualty
Patients differedgreatly as to when they thought they should be given the fact sheet and
have a discussion with appropriate staff about changes in sexuality after a stroke.
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sexuality acknowledged and open it up for discussion.Male, age 59

The vaiiance in opinion of the interviewees reflects the personal nature of sexuality, and
the importance of providing anopportunity for the patient to raise the issue with a
clinician, if they feel it is appropriate and relevant to their experience. This is done by
adhering to guideline 8.5 and ensuring clinicians offer this opportunity on a regular
basis, acknowledging that it may nbbe an appropriate time for the patient at that point.

Barriers to addressing changes to sexuality after strpRatient perspectives

Only 24% of staff reported in the staff survey that they felt reasonably confident in their
ability to provide patients with information about sexuality after stroke, while 48% of
staff reported feeling reasonably unconfident. However when the patients were
interviewed, they tended to see the barriers not residing in the staff, but in themselves.
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discussions about sexuality very difficult to raise (as a male patient) and

very awkward to discuss3-dlale, age 67

Audit outcomes

Our needs analysis confirmed that both staff and patients felt that sexuality should be
discussed duringa stroke patient® rehabilitation. It also highlighted the importance of
developing guidelines and strategies for professionals working with stroke patients to
address the topic.

Findings from both the staff and patient perspective suggest that addressing sexuality is

not the responsibility of any specific member on the multidisciplinary team. Factors

such as trust, the therapeutic relationship and perhaps to some degree characteristics of

the clinician (including confidence and knowledge relevant to the specific sexualit

concern), will determine who is best placed to do so. The findings also highlighted the
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Project outcomes

Following the conclusion of the needs analysis, the working party submitted a poster
(see Figure 3)for the (Caulfield Weelkd annual research and quality projects poster
competition. The poster was selected for an oral presentation which subsequently
generaed much interest and discussion amongst staff members.

A4EA x1 OEET ¢ DAOOU 11 OEAAA OEAO OOA@OAI EOQUS A
discussions during team meetings, a stroke carers group, and a stroke inpatient group.

The working party acted as role models and advocates for addressing sexuality, both in

terms of documentation in progress notes when the topic was raised with patients, and

also provided guidance and peer support to staff who were unsure about how to

approach sexuality with a patient.

Sexuality was added as one of the options for reason of referral to clinical psychology on
the electronic referral system, and a resource folder (available as a hardcopy and an
electronic version) for our NRUwas created for staff. The working party contimed to
maintain the profile of the project by reporting on progress at our quarterly
Rehabilitation Service Improvement Meetings.
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Figure 3: project poster
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