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EXECUTIVE SUMMARY

Background

Little is known about how family caregivers of pémdiagnosed with Alzheimer’s disease or
other dementia experience hospital discharge planpireparation and support, although it is
well recognised that family may play an importasierin the care of the older person and that

hospital discharge practices for older people galyeare often less than satisfactory.

Aims

The aims of this study were to understand the farodrers’ experience of the hospital
discharge planning process for a patient with aeafgia. Specifically, the study sought to
understand whether the hospital discharge plantineeheeds of the family carer and what
improvements family carers thought could be madassist the transition from hospital to

residential, sub-acute, or home-based care.

Method

A qualitative constructivist research design waedue report the family carers’ real life
experiences of hospital discharge. Twenty five famarers were interviewed within two
months of the person with a dementia being disathfgom either a rural or metropolitan

hospital in Victoria. Interviews were subjectedliematic analysis.

Findings

Family carers described their perceptions, expecmand needs in relation to hospital care
and preparation for discharge. Three key elemdrftaly carer and health professional
engagement, namely (1) Consultation, (2) Coordinatind (3) Conveyance, require the

attention of hospital management if hospital disghas to meet the needs of family carers.

Recommendations

From the findings of this research, twenty two raotendations are proposed to improve
hospital discharge planning as it relates to caasah, coordination and conveyance,
involving the family carer of a person with a deitieen Nine recommendations are offered
that require changes to hospital systems; six res@maations that concern the practices of
health care professionals and seven that relatdationships between families and health

care staff.

Conclusion

The planning and execution of hospital dischargetres for older people with a dementia

and their family carer are in need of change. Téggarch has identified that the discharge
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planning policies, processes and procedures ttsgitats and health care professionals

engage in, frequently do not meet the needs oflyatarers.
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INTRODUCTION

The ageing of the Australian population has ineddale demand for health care at a
time when access to acute hospital beds is coriyeetind cost containment is foremost.
Moves towards economic rationalisation within tlealth care sector have placed pressure on
hospitals to decrease the length of patient stayitieg in older people being discharged
sicker and more dependent (Bours, Ketelaars, FHkedétuyer Abu-Saad, & Wouters, 1998 ;
Grimmer, Moss, & Falco, 2004; Hills, 1998; RusdéeForeman, 2000; Shepperd, Parkes,
McClaran, & Phillips, 2004; Tilus, 2002).

Family carers often take on the responsibility imfviding supportive care for older
people including those with a dementia, who aréonger able to completely care for
themselves. A family carer may be a wife, husbaadghter, son, other relative, or even a
close ‘family like’ friend. Many of these family s play a supportive role for older people
with a dementia living at home, or in an aged ¢acdity. Access Economics (2003) has
estimated the total value of this contributionarnflies and carers for people with a dementia
at $1.71 billion. The planning and execution ottarge from hospital for patients with a
dementia and their family carer is of particulancern, since a significant amount of post
hospital care is provided by the family (Dellasé&gilolan, 1997; Goodwin & Happell, 2006;
Shepperd et al., 2004). Unless hospital dischargeriducted in a thorough way, hospital
readmissions as a result of adverse outcomes roegeise (Bours et al., 1998 ; S. Cummings,
1999; Driscoll, 1999; Naylor, Stephens, Bowles, &#, 2005; Tilus, 2002) and family
carers may experience further frustration and ayxadated to the care of the older person
(Grimmer et al., 2004).

AIMS OF THE RESEARCH

The study sought to understand the family careqgégence of the hospital discharge
planning process for a family member of a patieithh @ dementia. Specifically, the research

aimed to:
. understand the family carers’ experience of hobgiszharge planning

. understand how well the discharge plan for patigits a dementia met the needs of

the family carer and

. ascertain what improvements family carers thoughtldt better assist the transition

from hospital to residential, sub-acute, or homsebacare.
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BACKGROUND AND SIGNIFICANCE OF THE RESEARCH

Many spouses and adult children provide care &adive or loved one who has a
dementia and although this activity can be verigBaing and personally rewarding (Nolan,
Keady, & Gordon, 1995), it also requires a sigmaificinvestment of time and in the long term
is known to be both physically and emotionally tex{Zarit, Todd, & Zarit, 1986). This is
particularly the case for women, who do most ofwloek and are therefore more vulnerable
to the negative consequences of providing careisdtue of family-staff relationships in the
hospital health care system has received scantiatieo date however it is widely accepted
that good care accommodates the perspectives ohhothe recipient of care, but all
stakeholders involved in the caring process indgdhe family and health care staff (Nolan,
Davies, & Grant, 2001).

Overseas research has shown that families of blaggital patients want more
meaningful relationships with staff, greater emagilbsupport, more exchange of information
concerning the patient’s care (Higgins & Cadd, 19%#tinen & Isola, 1996) and more
involvement in the decision making process (RosseRthal, & Dawson, 1997). The
evidence indicates that a continuum of care madedre the discharge process commences
on admission and continues throughout the hosgtidgl and beyond, is a good model to assist
family caregivers, yet no evidence has been idedtthat caregivers currently experience
this type of discharge planning for a family memiéh Alzheimer’s disease or other
dementia (Australian Health Care Agreements Refer@&@roup Report, 2002). A systematic
review of the literature on the factors that undegonstructive staff-family relationships in
the health care setting by Haesler, Bauer & Nap$2@007) found that four factors essential
to the formation of relationships with family, nagneommunication, information, education

and administrative support, are often lacking,ezigingularly or in combination.

The need for further research on the supports giveimg the hospital discharge
process to family carers is clear in view of tha&exce that family involvement in the health
care system is less than satisfactory and thah&aith care professionals effectively translate
their understanding of family caregivers’ needprblems into clinical practice. Very little
is known about how the family caregivers of peapgnosed with dementia experience
hospital discharge planning, preparation and suppbis project sought to bridge this gap in
our knowledge by exploring whether caregivers wdi@tthe responsibility for caring for a
family member diagnosed with dementia are includatie hospital discharge planning

process and consulted on matters of health cateedates to the patient.
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TERMS AND DEFINITIONS

Throughout this report the term ‘patient’ is usedefer to a person diagnosed with

Alzheimer’s Disease or other dementia, who has héenitted for hospital health care.

LITERATURE REVIEW

Discharge planning is ‘the process of identifyimgl goreparing for the patient’s
anticipated health care needs on discharge from-patient facility’ (Maramba, Richards, &
Larrabee, 2004,p 123). Hospital discharge planhiidpes the gap between care in the
hospital and subsequent care in the communityviatig an episodic iliness that necessitates
hospital admission. The Australian health careesysts large and complex with acute health
care services offered by a range of different npetiitan and rural hospitals. The rapidly
growing elderly population and the decreased lenfithpatient bed days stays, along with
the increased acuity and complexity of in-patiearteaneans the importance of assisting the
transition of people home from hospital has gro&@nQummings, 1999). In the case of
people diagnosed with dementia, the dischargeipesobf hospitals have become critical in

preparing family carers to receive their family nemmback into the community.

A sizable proportion of older people with a demetbwever are discharged without
adequate aftercare plans which causes them toabgratter risk of readmission to hospital
(S. Cummings, 1999). An investigation of dischgogmning by the Australian Health Care
Agreements Reference Group (2002), showed thatisicharge planning processes in
Australia varies markedly from hospital to hospéiatl that there is general dissatisfaction

with the quality of discharge planning.
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Discharge planning is a multifaceted process.Mblves assessment of the patient,
the provision of education to both the patient tamdily caregivers and the development of a
comprehensive plan of action that includes strateghd processes for follow-up and post-
discharge evaluation (Chenoweth & Luck, 2003; Chéleng, & Poon, 2007; Driscoll, 1999;
Shepperd et al., 2004; Tennier, 1997). To devepppapriate strategies that will meet the
needs of the patient and their family carer, disghalanning requires the collaboration of a
range of health care professionals from a randealth care settings, as well as the
involvement of the patient and the family caregi¢@nenoweth & Luck, 2003; Driscoll,
1999). When discharge planning is effective, ittdbates to positive patient outcomes,
including a reduction in unplanned readmissiongdaiction in post-discharge complications
and mortality; an increase in patient and caregsatisfaction and a reduction in post-
discharge anxiety (Chenoweth & Luck, 2003; Chowlet2007; Cox, 1996; Driscoll, 1999;
Maramba et al., 2004; Mountain & Pighills, 2003gBperd et al., 2004; Shyu, 2000; Tennier,
1997).

Discharge planning can be a complex issue for gediplgnosed with a dementia.
The evidence suggests that the complexity of digghplanning, particularly for those people
diagnosed with a dementia, is a primary causeofugér hospital stays (Lyketsos, Sheppard,
& Rabins, 2000; Victor, Healy, Thomas, & Seargedff0 ). In a National Health Service
(NHS) Trust study investigating the discharge plagiprocess for cognitively-competent
older adults, interviews with multi-disciplinary &léh professionals identified three primary
factors impeding the discharge of patients: (1akdewns in communication between the
patient, family caregivers and health professign@lsinsufficient systems to support the
discharge process (e.g. guidelines for accesgvies; shortage of community services); and
(3) indecisiveness on the part of family caregivegarding their commitment to undertake
the caring role. These factors were the main reafmran extended hospital length of stay
(Bull & Roberts, 2001).

A study investigating nursing staff perceptionglisicharge planning in a United
Kingdom (UK) hospital, identified three similar prary causes for discharge delays: (1) non-
constructive inter-disciplinary relationships; (#eakdowns in communication between
health professionals; and (3) a failure to perfaroomprehensive patient history on
admission. These causes lead to a delay in infwmatquisition for discharge planning
(Atwal, 2002). In the United States of America (USa retrospective review of 83 medical
records investigated discharge delay factors fderchdults in a large acute care hospital. The
researchers identified administrative barriers.(@cgessing community services) and
communication breakdowns between patient, famitggia@ers and staff as primary

impediments to patient discharge (Tracey, TayloM& onnell, 1998). Similarly, in a
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Canadian hospital survey of 81 staff members franious disciplines, respondents
highlighted communication and documentation breakdbetween family, staff members
and administration and insufficient community reses, as the primary factors impeding the

discharge of older adults from the facility (Temi&997).

Discharge plans often do not meet the needs gi¢hson diagnosed with a dementia
in hospital since these people not only have coxgéee needs related to their medical
conditions, but are also lacking in a range of dgr functional and/or social skills.
Reducing hospital length of stay as is the curnremtd, leaves less time in which to assess the
person and develop a comprehensive discharge @ladummings & Cockerham, 1997; S.
Cummings, 1999; Maramba et al., 2004; Mountain gnitis, 2003; Payne, Kerr, Hawker,
Hardey, & Powell, 2002; Victor et al., 2000 ) andrepver, allows less time for recovery
from acute illness, thereby increasing the persdaefsendency level at discharge (Courtney,
Tong, & Walsh, 2000; Payne et al., 2002; Rosswurira&ham, 1998; Victor et al., 2000 ).
This can lead to an increase in discharge plamgiggirements, further complicating the
already complex process and increasing the risioofpromising the quality of patient care
through a failure to meet the discharge needseopétiient (Maramba et al., 2004; Shyu,
2000).

The importance of involving family caregivers irettischarge planning process has
been repeatedly reported in the literature (C. Cingm& Cockerham, 1997; S. Cummings,
1999; Jordan & Lindsay, 1998; Maramba et al., 2605swurm & Lanham, 1998).
Comprehensive discharge planning that includes thatlolder person and their family
caregiver is related to a reduction in hospitatireigsion, shorter hospital stays and improved
satisfaction (Cummings & Cockerham; S. Cummingsjldteet al, 2004; Shyu, 2000).
Discharge planning policies that comprehensivebjrest the needs and wishes of family
caregivers, as well as those of the older pergenipgerative to enhancing the quality of care
for older people with a dementia and maximisingwecy following hospital admission
(Grimmer et al, 2004; Clark et al, 1997).

What do family caregivers require in the discharg&nning process?

Family caregivers seek more involvement in the hakgischarge planning process
and report that they feel they have little influeric the decision making process for the
discharge of their family member (Cox, 1996). Faragtisfaction with the patient’s
discharge plan is an important consideration, asetls an established link between

satisfaction of the family and patient satisfactifaramba et al., 2004).
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Research has shown that family caregivers frequesticeive the discharge planning
process in a negative light, expressing frustratimek of knowledge and education, poor
communication, poor trust and lack of involvementtie process (Bowman, Rose, &
Kresevic, 1998; Bull, Hansen, & Gross, 2000). Biate of dissatisfaction is further
heightened when a family caregiver takes their filamember who has dementia, home as
opposed to them being transferred to an aged canher facility (Proctor, Morrow-Howell,
Albaz, & Weir, 1992). While hospitals routinely tadt information about inpatient
satisfaction with their hospital stay, there isféedence between patient satisfaction and
family satisfaction with discharge planning (Praatbal., 1992). Understanding what aspects
of discharge planning increase family satisfactidgtm the process is important in identifying
discharge planning interventions that are mostylik@be successful for people diagnosed

with a dementia.

The needs of family caregivers of older people niiesgd with a dementia prior to
discharge from hospital have been reported by abeuiwf researchers (Nay,
Fetherstonhaugh, Pitcher, Closs, & Koch, 2004; dlag@ampbell, & Foust, 1993; Stewart,
Archbold, Harvath, & Nkongho, 1993; United Healtlnid, 2002). Nay et al. found that in the
transition of the frail elderly (including thosettvia dementia) from hospital back into the
hands of the family carer, caregivers had sevemtscharge needs that included
information on the family member’s health conditieducation on medications, symptom
monitoring/management, help in the mastery of pekoare skills, personal care delivery,
emergency management, handling the family memieenstions, managing compliance with
care, setting up continuing services and emotiandlmanpower support. In addition, Nay et
al. also identified the need to prepare early ctregivers themselves before discharge of the
family member with a dementia, as this also impantthe success of discharge and non

readmission.
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METHOD

A qualitative constructivist research design asdesd by Guba and Lincoln (1989)
was used for this study. Constructivist researéimewledges that all aspects of reality are
interrelated, and that reality cannot be separfated the world in which it is experienced,
that is people’s experiences of reality, in thisectamily carers of people diagnosed with a
dementia, cannot be understood or described witledetence to their interrelationships or
contexts. The task of the investigators was tatetie constructions that the various
participants held and as far as possible, brinmtimto conjunction (Guba & Lincoln, 1989).
The research sought to understand the entire dantguestion and provide a rich and
contextualised picture of the experiences and nekfdsnily carers with regard to hospital

discharge practices of patients with a dementia.

Recruitment

This project sought to understand the family caexperience of the discharge
planning process of a family member diagnosed aidementia, from acute care hospitals in
metropolitan Melbourne and rural areas in Victofiastralia. Qualitative research typically
relies on the use of non-probability sampling téghes. The researchers maximised the
range of views elicited by purposefully seekingnide a range of participants as practicable

to get variation on the topic.

Data collection was guided by two goals; understanthe needs of the family
carers’ of people diagnosed with a dementia atithe of discharge from hospital; and
identifying family carers’ views about how curretischarges practices for people diagnosed
with dementia could be improved. Spouses, daugtgers and other relatives of the person
who were primary carers, or who provided directoswpfor the family member diagnosed

with dementia, were therefore sought for inclusiothe study (Table 1).

Participants were recruited to the study by medfiyers displayed on the wards of
two metropolitan and one rural hospital, refernattte clinical ward staff, an advertisement
posted by Alzheimer’s Victoria in their newslettard an advertisement placed in the Council
on the Ageing (COTA) Newspaper. Only participamtsp had been the principal family
carer of a person diagnosed with a dementia whdbeead discharged from hospital within
the last two months and who had made the trandition hospital to sub-acute, residential or

home based care, were included.
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Where participants were referred by hospital hezdite professionals, clinical staff
had identified potential participants in the hosjpivard and provided them with a flyer about
the project. If an interest in the project was esged, permission from the family member for
one of the research team to contact them aftehalige, to provide further information about
the project, was obtained by the health care psafeal The family member’s contact details
thus obtained were then forwarded to the reseasctno contacted the family member
within eight weeks of discharge. Recruitment anth dallection occurred over a 15 month

period.

Participants, ‘cared for’ persons and their relatnships

Twenty-five (25) family carers were recruited i@ study. The majority were
female (=20) with 14 daughters who were nominated carer&afoily members and five (5)

wives cared for their husbands (Table 1).

Table 1: Number of family carers and ‘cared for’ family members.

Carers n ‘Cared for’ family member n
Foster sister 1 Foster sister 1
Husband 4 Wife 4
Son 1 Father 7
Wife 5 Husband 5
Daughter 14 Mother 8
Totals 25 25

The maximum acute hospital stay was more than 28 fec2) with the majority of
family members staying between 6 and 10 day®). The maximum carer commitment was
100% of the timer=4) with 56% (=14) of family carers spending 50% or more of thieie

to care for a family member diagnosed with deme(Tiable 2).

Page 8



Table 2: Length of hospitalisation and family carercommitment to ‘cared for’ family
member.

Length of n Family carer’'s commitment n
hospitalisation %
< 3 days 2 20% 1
3 to 5 days 6 25 % 2
6 to 10 days 8 30% 4
11 to 15 days 2 50% 3
16 to 20 days 3 60% 2
> 20 days 2 70% 1
80% 2
90% 2
95% 1
100% 4
unknown 2 unknown 3
Totals 25 25

The majority of cared for family members lived reir own homesn&15) and nine
in residential care before being admitted to acate hospitals. Nine were discharged home;
eight were transferred to rehabilitation facilitiesd one to a high care facility (nursing
home). Of the nine (9) cared for family membersdiag in residential care, two (2) were

transferred to a rehabilitation facility before gidischarged back to the original low care
facility (Table 3).

Table 3: Original residences of ‘cared for’ familymember and the residences to which
they were discharged.

Before hospitalisation n After discharge n
Live with daughter 1 Rehabilitation facility 8
Low care facility 5 Low care facility 3
High care facility 4 High care facility 5
Own home 15 Own home 9
Totals 25 25
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Data collection and analysis

Data were collected using semi-structured intersié@dolloway & Wheeler, 2002).
This approach entailed the exploration of a ligseties during the interview and made
interviewing across a number of different peopleergystematic and comprehensive (Patton,
1980). Interviews took place at a location and t&ha convenient to the family member. An

interview guide (Appendix A) was used and intensemere audio-recorded.

Interviews began with the broad explorative opetieeguestion: ‘What has been
your experience of the hospital discharge procegsfPther questions explored the
participant’s experience of the discharge procedsiding critical incidents and focused on
meeting the research objectives. Prompt questiagsiagfrom the systematic review on staff/
family relationships (Haesler et al., 2006) weredus guide but not constrain the interviews.
The audio recordings were transcribed and thewlata managed using the QSsoftware

program NVivo 7.

A constant comparative method of thematic datayaisahs described by Guba &
Lincoln (1989) was used to explicate issues. Eactigipant was asked to share their
experiences and views of the issue under invegiigas well as comment on the views of
previous participants to allow for the inductivengeation of co-constructed narratives of each
participant’s experiences. This inductive approdeteloped theoretical propositions that
accurately reflected the participants’ views ontthic, that is, as data were coded, categories
and themes were developed, and data were compalaokifor patterns, similarities and
differences. The study aimed for in-depth undeditamof the issues rather than
generalisability to specific families or hospitdisterviewing continued until redundancy

(Guba & Lincoln, 1989) had been achieved, thatdgsnew issues emerged.
Rigor

The credibility and transferability of the reseavedis established using the following

strategies as described by Guba and Lincoln (1989).

1. Trustworthiness of the research findings was eistadadl by purposively seeking as

many divergent views as possible.

2. Sufficient time was spent in the context under gtigation to establish the rapport

and trust necessary to elicit the participantsivg®n staff-family collaboration.

3. The researchers continuously subjected the datéiradidgs to critical reflection and
challenged emerging propositions by deliberatebkisgy alternative interpretations

for the data (negative case analysis).

4. Emerging propositions were tested by a procespewt debriefing’.
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5. ‘Member checking’ was used to verify emerging prgipons and authenticate the
data with the participants. During each intervieteipretations of data collected in
earlier interviews was verified and participantgevgiven the opportunity to correct
errors of fact, or challenge interpretations. Rgutints were invited to comment on

interview transcripts.

6. The researchers have endeavoured to provide suffigidetailed descriptions of the
data in context to enable the reader to make tivairjudgements about the

transferability of what has been reported.

Ethics

The anonymity and confidentiality of all particigamnd institutions have been
preserved in this study. Pseudonyms have beenthismayhout the report when referring to
any persons or facilities involved in the studyeThsearch project was approved by the
ethics committees of participating hospitals aredtmiversity prior to the commencement of

the fieldwork.
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FINDINGS

Family carers’ interviewed had varying experiengeBospital care and hospital
discharge for their family member. Their views afbdigscharges practices were informed by
their expectations of hospital care for someongrdiaed with a dementia, their needs as a
family carer and how they perceived the hospitalégining and execution of the discharge

plan.

Participants highlighted the lack of a consisteme@attern and the apparent absence
of any system driving the discharge arrangemenpatiénts with a dementia. The
participants perceived discharge planning to béeam@nd without exception, preparation for
discharge was seen to be ‘ad hoc’. Discharge pigrmiocesses that may have been in place
were not obvious and were moreover apt to be oadslied by the stressful and anxiety
provoking experience of hospitalisation. Particiganterviewed all had particular needs and
expectations about how the person diagnosed widm#ntia should be cared for.
Participants’ needs and expectations were an impbdeterminant of their advocacy role for
the patient and for many family carers, colourexlé¢Rperience of the care provided by the
hospitals. Figure 1 summarises the factors thailyararers found significant with regard to
hospital discharge. These factors, together wighprticipants’ narratives are presented in
the ensuing section.

Figure 1. Summary of the factors impacting on famy carers’ experience of hospital
discharge

Consultation
Coordination The family carers’
Conveyance perceptions of hospital
discharge
-No planning

-No continuity

The family carers’ expectiNons >/ The family carers’ needs of

of hospital care hospital care
-Health care professi»éngls (HCPs) ;! nformation
ought to be knowledgeabie\&\ skillef b el
-There should be a point of contac resource
-HCPs should understand family’s -Quality care
needs -To understand the system
-HCPs should be reliable “To be prepared
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Family carers’ perceptions of hospital discharge @discharge planning

What discharge plan?

This research found little evidence of the existeofica formal routine plan for the
hospital discharge of a patient with dementia iimatlved the family carer. Participants’
recollection of how they were notified of an impergldischarge varied markedly, however
most family carers were of the view that there wagormal discharge plan when the patient
diagnosed with a dementia was discharged fromdpital. The majority of family carers
were advised about discharge either on the daisohdrge, or one or two days prior. One
family member was given 1.5 weeks advance noticsaharge. Others were not notified at
all about discharge and discovered, much to theprise and dismay, that the person was no

longer at the hospital when they came for theitinewvisit.

Notification about discharge was typically by a paaall from staff on the ward, a
chance conversation with a staff member, whenah@ly member visited the person, or

when the family member telephoned the ward to askthe person was progressing.

| happened to go in and they said, ‘Oh she’ll bengdhome later this afternoon and this

is what's going to happen. This is what we've d{i»enise: daughter).

I went in there and her suitcase was packed andvstsegoing home that day [l found
out when] | just turned up. There was no discussaaily. | was a bit disappointed to be

honest (Gary: husband).

There was no round table discussion or predictibmas expecting her to go on the
Friday but nobody said on the Thursday she’'d bagéodmorrow. | think | rang up that
morning and they said she’s in transit - so sheddey(Kate: daughter).

One family carer was informed by one of the catpstaff on the ward that delivers the meals

that his wife had already been relocated. He metgolithis distressing anecdote.

As | came around into the ward he [catering staghmber serving afternoon tea] said
‘She’s gone.” And | said ‘what do you mean she'sgfd He said ‘They’ve taken her,
they’ve taken her out.” ‘Oh God’ | said, ‘Wheré&toHe said, ‘Well | don’t know for
sure.” So | went out and saw the nurse and she Saldyes, she’s gone to [hospital].
And | said, ‘That’s a bit rough’. | wasn't told wheshe was going, or how she was going.
| immediately went out and got in the car and werfhospital] and she was in ward two

as | found out eventually. My God. You've gotdeaj no idea... (Jo: husband).
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There was little consistency in the formal proagfssforming family carers about
when the person was going to be discharged. Fosamepreparations for discharge home for
his father were not required as the support seswiage already in place, however a signature
was needed to continue. The process of gettintattier discharged was charged with

friction and perceived threats by the staff.

Really all we had to do was fill in the form to @&td out, but to get the doctor and the
social worker from the hospital together and get plaper work done - that probably
took about a week and a half. Trying to get hinisalthrge process was very difficult.
[The ward staff said], ‘Oh, we've assessed himoksm to the doctor, doctor doesn'’t
think he’s ready.’ [Then said] ‘Oh look — Ok, ifiéeps you happy.’ | mean as it was, |
had to force them - had to fill in these forms tothlis. | really had to drive it (Allister:

son).

This family carer felt that he had to assert hiffisethe point of pushing the boundaries of
reasonableness to discharge his father in oppodiithe health professionals’ concerns. The
experience of trying to get a discharge procegdaioe that would benefit his father and his
mother (who was also elderly), was a very frustigatine and one that left him angry about

the experience.

One family carer was under the impression thasta#f would prepare her husband
for discharge to ensure that he could participatas care as he had done previously. She
relied on his participation in order to keep hinhaime. The expected discussion about her
husband’s physical abilities never eventuated. Assalt, she experienced great
disappointment when she eventually realised thaktivas no plan for ensuring he was
capable of returning home with the same functityalé before he was admitted to the

hospital ward.

| was quite in shock you know. They said, ‘YesWwels We're planning on sending him
home on Sunday’. But in the mean time, | thou@t, yes, they’ll get him out of bed
because they can't just send him home like thatf][there was nothing. I'd go there
[the hospital] and here he was... [the staff had]idea and no plans to sit him out of

bed either (Vera: wife).

While family carers were not included in the plamgpfor hospital discharge back to
the previous place of residence, that is, homen@ged care facility, they were made more
aware of plans when discharge was to be to a rithéibn setting. This planning was usually
conveyed by allied health professionals, howevdhénmain, these plans were rarely

negotiated with the family member.
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The nurses rang me and said, ‘he’s now going . erabtclock in the morning’. | knew
then that he was on his way to [rehabilitation]. they arranged everything. They told
me.... | said, ‘Did we have to take him?’ They s&d, they would arrange everything.’

They were just telling me that [on the last dagtady] (Carol: wife).

Some physiotherapists, occupational therapistsanidl workers informed family
carers about what was going to happen when thematias discharged from the hospital to a
rehabilitation ward. Family carers usually percditiee plans to be wholly decided by these

health professionals, without any input from them.
‘It wasn’t discussed with me’ (Denise: daughter).

No we weren't involved in it. Perhaps if she wasity home to my home it would have
been different. Or it certainly would have beeredént because | would have had to
organise her, her transport and all that sort oiflidp But because she lives at an aged

care facility, they’d probably do all their planrgrwith them (Estelle: daughter).

Despite the above grievances, not all family caverbalised dissatisfaction with the
hospital discharge experience. One family carer liveadl in a rural area and whose wife was
admitted to a country hospital said he was happly thie discharge planning for his wife. The
only concern that this carer had, was that theises\needed, had to come from a different

district and there was no care manager availaldsdess his real needs.

Well there was quite a bit of information givemte and a lot of the services that | could
expect after she came back home, that was all gedry the welfare people. [which
began] during the whole four weeks. | rememberdéevant people in the welfare
department [saw me] and they would give me soneenivetion. And a couple of times |
was actually in an office, invited to talk with seone in the office, and quite a bit of

information was given to me. I'm quite happy witietwas provided (John: husband).

There is no continuity of information exchange

All those interviewed gave different accounts ahehlén and what information was
provided to them about the imminent discharge eirttamily member with dementia. The
discharge destination (home, aged care or retathilit unit) determined the information
provided by the hospital to the family carer. i thatient usually lived in a residential care
facility, family carers generally understood thesotharge and follow-up care was discussed
and arranged with the facility staff and the resttéegeneral practitioner. Many family carers
reported being contacted by residential aged eaniéties who informed them that their
family member had returned. There was however dithitiscussion with the family about the

transition arrangements in place from hospitahtodged care facility, or home.
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Family carers of patients who were discharged hivetgiently criticised the
perceived lack of co-ordination and preparatioarianging support services and the absence
of discussion about the patient’s needs and digehi#mes. Plans for preparing the patient for
the return home that were in place, often faileth&et the requirements of the family carers
in terms of timing and needed levels of servicesigion. The perception of family carers was
that their issues were “not heard” by the hospitaff and that the planning process was ‘hit

and miss’.

They were telling me this was going to happen andd going to get help with this that
and the other. They said, ‘Look we can get you’h8lpme sort of package that gives me
help with getting her bathed every day. | saids,Jlevant every bit of help | can get so
that | can keep her at home as long as | can’. thesh when | got home, the district
nurse said, ‘Well is this in place? Is that in p¢&¢ And | said, ‘well no’. They told me it
would be in place but when | got home | found thatgs weren't ... so | was chasing

them up. Well it was hit and miss, that’s the st to explain it (June: daughter).

The hospital experience left many families feelimymportant and frustrated since
health professionals failed to keep them fully infied about what was happening with the
patient, in addition to not being perceived to tHiair concerns seriously. The perceived
failure of health professionals to involve thenthia planning for the discharge of their family
member with a dementia, highlighted gaps in the paovided in hospital that were
understood to compromise their family member’s thealitcome immediately after

discharge.

| told the aged care doctor ‘I don’t think you shdbe sending my husband home’.
When they did send him home, they sent him honteda@arly. And | nursed him
through the night, all night. | got his temperatwlewn but the doctor rang me up on the
Saturday morning and said, ‘Vera get your husbaackthere. He’s got blood

poisoning...” (Vera: wife).

| was a bit disappointed that they sent her homenathey did. Even the district nurse

said ‘ we just felt she was too wobbly on her Ik (June: daughter).

| told them she has trouble with her legs and | way insistent on that. | make sure her
legs are creamed and she has the support stockiagishe doctors had ordered. | don't
think [the nurses recorded that] because she hadwuthreak on her leg. They listened to
me but | was doing it in the end. But then theyckad off the cream because the leg was
blown up and there was an infection in it. So shyging to have to stay longer now,
because now the issue is the leg. | was a littlenbd about that because they didn’t

listen to me (Ingrid: foster sister).
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Participants were generally satisfied with the linfation exchange between
themselves and health professionals when the pansbrdementia arrived at the accident
and emergency department and when they were Initidmitted to the ward. After a time
however, the perception of health professionaltherwards shifted from being informative

and helpful to being uninformative and disinterdste

| was really happy at the emergency when | askethformation. If there wasn’t a
doctor available, they would get the file and réiagut to me, or they would get a doctor.
It may have not been straight away, | might haveadd [but] I'm quite happy with that
[On the ward | said],” | would like to know if haddhave this stroke or heart attack or
not? The doctor said to me, ‘look, we'll run sot@sts and let you know.’ Well towards
the end when my father was supposed to be sentd#ok nursing home, there was a
doctor and | asked her, ‘Do you have the resultg?d/fhe tests carried out?’ And she
really avoided my questions. She said, ‘I thinkryfather’'s ready to go back to the
nursing home and whatever - we'll see in the nexpte of days.” And | repeated again,
‘Do you have the results of the test?’ And | getithpression that they were never

carried out (Louise: daughter).

Some family carers talked about inappropriate disgpd planning by staff that put
their family members at risk. Denise realised thatinformation about her mother’s
condition was not relayed correctly to staff. Itsaanly because of Denise’s assertive
intervention that her mother remained safe andapasopriately transferred to recover from
her illness.

They were saying, ‘we’re planning to put her iragitand send her home’. And | said,
‘You can't do that, because she’s got dementia'll®teereally disoriented and | don’t
even think she’s got a house key ... and she woont kvhat to do with the taxi driver,
you know.’ I mean, it's really unsafe even if slesalert, to send someone just off in a
taxi, who’s been unwell and frail. And so from thatent over [to the hospital] and was
talking to them about her situation. The case managd obviously gone off duty and
she’d thought she’d given a good handover. Andthieome was that she was actually
transferred from that hospital to the sub acutefiias attached to that one. She spent a
month in hospital. So she was far from being &dblee sent home in a taxi by herself
(Denise: daughter).

A lack of continuity of information sharing abotiet patient put this person at risk and
moreover caused the daughter much stress. Whemiation became confused or lost,

family carers were more likely to develop a distinshealth professionals.

| said [to the OT], * | kept saying, isn’t she ggito rehab? The doctor said she was
going to rehab.” And [the OT] said, ‘Oh, | was bEtunderstanding it was you that
didn’t want her to go’. And | said, ‘no way...” (Jyrdaughter).
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Family carers also perceived that there were nthdigle summaries about the
condition of the family member. They had to take ithitiative, follow up issues and pursue
information related to such things as changes wicatdons and what to ‘watch out for’.
Unless they were assertive and proactive in theyiuof information, they remained unaware

of their family member’s condition.

I think what we were really disappointed with, vilas fact that there was no discharge
summary for Dad (Rachel: daughter).

We were trying to get information about what thag found with my father. My sister
and | are both [family] carers and every time werevthere, we tried to get a doctor
paged but never managed to. We left our phone nisnfitnea doctor to call us. So by the
time my father was discharged - we had no inforama#ibout what they’d found. We

only gained that information by lodging a complaith the health service and they sent
me discharge papers which gave me some informatioamriting, about what was found
(Bertha: daughter).

When Mum went in there with this Warfarin thingdae went out to rehab, no-one
ever, ever explained they had put her back on Warf&/hen she went in with the bleed
a second time, the man in emergency said to meye:ve brought her down with
vitamin K. If she’s had this, she won't go backarfarin for a minimum of six
months.” Well why didn’'t somebody say that the finse before she had the bleed?
(Maura: daughter).

It was apparent from participants’ anecdotes tb#dits about the patient were often
lost in the exchange between health professiomal§aamily carers, thereby putting the
patient at risk and necessitating readmission spital. Assertive and proactive family carers
were more successful in gaining discharge summdfigshermore, family carers with
experience of the health system reported bettehdige preparation experiences than those

new to the role of caring.

Family carers expectations

Family carers interviewed shared a number of egpiects about the hospital
experience including discharge planning and disgharocesses. Nearly all participants
associated discharge planning and discharge pexesth quality care delivery and
furthermore linked this to how satisfied they weiith their experience at the time of
discharge and post-discharge. Participants allritezsthow they experienced the patient’s
care and how it could have been done better. Vithddnospital may have been the best
environment for a medical cure, it was not seethadest environment for the care of

someone with a dementia.
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It was an unfamiliar setting and quite stimulatiwgh lights and noise and environment
and people with Alzheimer’s or dementia can haweatastrophic reaction to loud
noises, or loud people, or people who don’t eate time situation. | know my wife’s got
very poor eyesight now and you've really got tovdglget her ready for the next thing.
You've got to do it so. [The acute ward is] justiggped for every day patients that can

understand what they’re talking about, it was diift for my wife (Gary: husband).

Health care professionals should be knowledgeabl@a skilled in dementia care

Families were frequently critical of some healthecprofessionals who they believed
lacked the necessary knowledge and skills to coenglgtcare for someone with a dementia.
While remaining respectful of staff, family carergpressed varying degrees of distress about
how the patient was treated in hospital and thessaibdard care. They gave examples of poor
continence management, inaccurate assessment pfiantrbehaviour and inappropriate use
of sedation. Family carers expected that healtfepsionals would have knowledge of caring
for the elderly. It was an expectation that nurstaff had been educated and trained in aged
care, so when nurses failed to provide what wasidered by families to be acceptable care
for the patients, some family carers were at atogxplain why. A number were forgiving of
nurses’ apparent lack of competency and attribtltiscto limited experience, declining
standards of education and the busyness and highital nature of health care that is

provided in hospital.

The type of nursing that he would require was ndaheir area. That's what | felt... And
| think I was right, because they’re in acute nagshot in aged care. They are not into
rehabilitation. It's not part of their work - whalhe nurses have been trained to do. |
think the college trained nurses today, do not htheehospital training, the old
standards of how to care. They think machines éoy#hving, the physical lifting and

turning is really not their area (Carol: wife).

Many family carers observed nurses interacting wétients and they surmised from these
interactions that a number of nursing staff simgity not know how to care for someone with

a dementia.

The simple thing is that he cannot speak. He aaaith for anything. They put a drink in
front of him and he’s supposed to get that drinét ba can't. And it doesn’t matter what
all this writing down is about, they still do naalise that he cannot feed himself, or get
himself a drink. He’s got to have help with thddest of them are very good, but then

there are some that would just leave him [and resid] (Vera: wife).

Kate became angry and frustrated when nursing tedfrded that the patient refused

medication when according to her, her father didumalerstand.
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The nurse had come up to Mum and said ‘Pill [natile] here ..."” She can’t even see
it... and she’s say again, in a little bit of a fayeiaccent ‘Pill [name]’. Mum hasn’t got
a clue what's happening and then the nurse goesnaites in the book ‘refused’ (Kate:

daughter).

Some nurses, family carers noted, assumed thgatidints with a dementia would be
incontinent, so they used continence pads insteatlemnpting to reinforce the usual toileting
regimes. There was no individual management oéptsi personal hygiene needs. This
threatened caregivers’ ability to manage the patiehome if such matters as continence

were not able to be maintained. These observatiistressed family carers.

She became very, very incontinent while she wHire. She’s in hospital and with
dementia. She wouldn’t have known where the to#etto get herself there, even though
they took her there. | kept saying to them, ‘lgold’re asking Mum, ‘Do you want to go
to the toilet?’ | said, ‘you cannot ask her. Ijuake her. She’ll say where are we going?
Don’t mention toilet, just say over here’. Once wbeer her in and you put her on [the

toilet], she goes’ (June: daughter).

Some patients were left in wet beds and nursirf§fsifed to maintain individual continence

management regimes. There was no individualisesl car

When she went in, she was sort of functionallyigent in that if you remind her and

take her to the toilet, she’'ll go to the toilet. Mifrat wasn’'t happening because
obviously they don't have the people to do it. Thieye quite happy for her to sitin a

pad and change it when it's all wet. | felt tha¢ ttontinence management was a bit lax. |
suppose, they didn't understand the personal ngedshe has . It was more of a global

approach to what should have been a personal oaey{Gusband).

Some participants complained that the patient wottleh be sedated when in
hospital because of behavioural problems. The matieuld be sedated and restrained
because they had become ‘difficult’ when in fastjraerpreted by the family carers, the
patient simply did not know what was occurring drane they were. Family carers were very
aware of the importance of a consistent environrf@meople with a dementia and how
being out of the usual environment could have aifsoggint impact on the person’s
behaviours. Health care professionals at times sdemaware about this and moreover did
not avail themselves of the family’s intimate kneddje and expertise when managing the

patient’s care.

...apart from this thing about the haematoma, whietkes me think that maybe someone
wasn’t quite as experienced with dementia patiasthey might have been. Because it
must have been a hell of a whack, to do that niaihly they were very good with her

(Heather: daughter).
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So the problem is that it depends on how the nwesgs him. That's how the assessment
gets made. Then, ‘Oh he’s a bit aggressive beche'sewaving a knife around.” ‘Ok -
what did you ask him? Maybe he was just tryinguibes his bread!” And then they give
an injection which dopes him up. Then you go aedém and he’s half asleep. You

know he’s been doped up, because he has not beeayget(Allister: son).

My father’'s sedated, which isn’t good for peopléhwdementia, and he’s restrained
which is just awful. And generally with this hoap#tay, we found he saw a doctor ten
minutes on every day he was there. We found hfgthbstay was unnecessary,
unnecessarily long, particularly for someone wignntia. It's not an environment in
which they’re comfortable and it just increasesrtlaxiety. It's not the best (Bertha:
daughter).

When sedation was used to manage a patient’s lmehdmithe hospital, family carers noted
that it could take days or weeks for the effectthefmedication to wear off once the person
had returned to their usual place of residenceadfadhiliar environment. While not discussed
in any depth, family carers identified this as septial problem in them being able to manage

their care at home.

The family’s intimate knowledge about the persors wat utilised in planning care.
Family carers reported that sometimes physicataiestwould be used to manage the
confused person in hospital. This, from a familseca perspective, could have been avoided
if staff had only utilised the intimate knowledgesgessed by the family and developed a

better understanding of the person with the deraenti

Each time something happens to him medically insde set off the confusion. | think
half the problem is he’s always been very actiess hot one to just sit down in a chair
all day and he likes to walk around, he was a bi#ter, so | think in his mind he was
just going for a walk. But because he was a fadlk, they needed to keep an eye on him
— because his confusion is so great he'd have denstanding of people telling him he
needs to stay in bed, or in the chair....he got agitaand they've had to strap him down

(Ursula: daughter).

Family carers also expected staff to be helpful nyesing staff were often too busy
to assist and sometimes ignored their requesiskistance. This left some families feeling
uninvolved and unsupported. Many family carers weitlng to assist the patient with basic
care activities, often arriving early in the morpiand leaving late at night. Some staff were
found to be less approachable than others, andi¢aroften experienced difficulties in
identifying the right staff member to approachifdformation and advice, as all staff
appeared to dress the same and many wore no reailile identification. Nurses were
expected to be information providers yet they widten not available to answer queries

about the patient for the family member. As a resutsing staff were sometimes discounted
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as being important information providers.

Well in the end | thought, ‘I'm not going to wotapout chasing the nurse around.
They're limited to what they can tell me anywayndlerstand that, so | just thought I've
got the doctor’s pager number. If she’s too busgrswer, she won’t answer. So I'll just
keep trying until | can | get to talk to her’, whit did a couple of times (Estelle:
daughter).

One concerned family member, who had been reféortite project by a hospital
staff member, contacted the researchers to acwése that she did not think that her elderly
relative had dementia. Her mother, she advisedpbad admitted to the hospital because of
confusion related to a urinary tract infection. §family member’s understanding was later
confirmed by the hospital when queried by the redeas. It would appear that some hospital
staff are of the view that cognitive impairment atas with a diagnosis of dementia and
document ‘dementia’ on the ‘handover sheet’. Thisumderstanding lead to this label being
assigned by other staff, who also assumed thaietson was diagnosed with dementia, when

it was in fact an acute confusional state (delijium

There should be a point of contact

Family carers reported there was no one persoimigadplan for discharge. Rather,
discharge information came their way by them askarmglomly who ever they could find to
answer their questions. This ranged from the cletnéhe medical officer in charge and
everyone in between. While there was no pattenntiiiied, the family carers assumed that the
medical and allied health professionals were tlatherofessionals who discussed and
arranged discharge and planning for discharge lsediey were often the people they
encountered at the bedside. From their experiettogg assumed that the nursing staff did
not play a role in discharge planning because roftem than not, their questions could not be
answered by the nurse. However, there were al®y otfitasions where the person they may

have been speaking with was the nurse but notifaehtis such by them.

There was just the fact that the physios and tlhepational therapists [OTs] were the
ones that really spoke to me and consulted me déggu{my husband] being
discharged. They said that he would have to gorehabilitation facility as he needed
to be rehabilitated into walking and doing things himself? | am not doubting the
nurses at all, they were very good. The fact oftlagter was that the area was for

physios and OTs and also the doctors (Carol: wife)
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Health care professionals should understand the nde of families

Family carers wanted to be informed about hosgitdharge arrangements and the
post-discharge health care needs of their familgnbrex. They wanted to know what had
happened to their family member in hospital andtvgpacific care they would need to
deliver post-discharge. While a discharge summagythent detailing post-discharge care
was provided for other health professionals, sucthase in an aged care facility, none of the

participants reported receiving this type of docotagy information when discharged home.

Family carers reported that they were rarely caaduby hospital staff about any
changes to their family members’ care regimeswatid impact on post-discharge care. It
was felt that health care professionals made numsesssumptions about the information
needs of families. Where a patient was dischargedpiace other than the family carer’s
home, information would be provided to the peopléhbse establishments, but not to the
family carer. Family carers were of the view thay of decisions and post discharge health
care requirements involving the patient should Haeen discussed with them as well as the

staff at these other places.

I think there might have been an assumption tramnthin people they [the hospital staff]
needed to talk to, were the hostel staff aboutchee and about what she was going to
need and what they’d done. And | think there shbaldnore talking to the family,
because the hostel's there and really good, bely’te very bounded by their territory,
and once your family member is out of their tergitdhen it falls back on you. So you
need to know what'’s going on. You need to know, tlyey've changed her diabetic

medication’ (Denise: daughter).

In each example of poor communication between heatifessionals, service
providers and families, the family carer reportedlihg frustrated, stressed and confused
about post-discharge care. Participants frequeotiymented on the absence of clear and
continuous lines of communication between hospiéalth care professionals, service
providers and themselves. Poor communication was ¢ifie source of frustration,
particularly when health care professionals madgivg assumptions about the care, or
services that they thought the family carer nee@edifusion about post discharge care needs
added to the stress the family carer experiencéukitead up to and at the point of discharge.
In the example below, the family carer was of tlewthat her father was too unwell to be
discharged from hospital to the care of an resideaged care facility. It shows the different

assessments and conclusions drawn about the patientition and poor communication.
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Well | assumed he was going to stay a couple mays,decause he was still on the drip
and not well at all. As a matter of fact when thegught him back to the nursing home,
the RN that's in charge said, ‘Oh he looked drehdften he came back.’ (Louise:
daughter).

Another family carer provided an example of howgkistem of care also contributes
to poor communication. The point is made that shemdth professionals seemed to assume
that once a person had been assessed for a comrargtpackage, that they had no further
responsibility in ensuring the care and servicexiad in the home were in place before
discharge and moreover, did not discuss the isghehe family member. Poor systems

communication also adds to the mix of poor commaon practices involving family carers.

I had told them that she was going onto the ACAA¢ed Care Assessment Team]
package. | just assumed that they assumed that&iad sufficient support at home
which was probably not an unreasonable thing takhBut it wasn’'t (Heather:

daughter).

Health professionals’ lack of understanding abbatunique needs and circumstances of the
patients gave rise to uninformed decision makinghis example the assumption was that a
person with a dementia should live in a residergaé facility. This view angered one family
carer whose mother was, with support, able toitideer own home. During each
hospitalisation, health professionals would condissiessments and push for admission to

residential care.

It's the same experience each time anything happithsher and she ends up in
hospital. There is a massive assumption that sh# paturn to her own home and she
must be discharged to an aged-care home. | fintlahsumption is based on no facts
other than she has moderate to advanced Alzheinjelgslth professionals think]

‘Surely she can't live in her own home?’ (Pam, dateg).

Some family carers considered whether the heatifegsionals, or the health care
system itself, was prejudiced against people wétmeintia receiving in-home care. Family
carers spoke about various instances in whichstaescribed as a battle to get the patient out
of hospital and back to in-home care. It was fedit hospital staff assume that people with

dementia should be in care facilities so that femsitould get on with their lives.

| find that | actually equate it to that prejudicgany years ago when people had disabled
children, that those parents would immediatelydié fput them in a home now and just
get on with your life’. Well | find the same prejeelfrom the medical system. It's ‘put

them in a home and get on with your life’ (Pam: glater).
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The majority of the family carers interviewed beéd people with a dementia have a better
quality of life when they can live in their own herand familiar environment. They wanted
sufficient support to be available to allow homedxhcare to continue, since this was

believed to be essential for the well-being of pleeson.

What if we can put in enough infrastructure (sicjiand Mum and Dad at home where
he can get up and go to bed. | mean sometimegbete wake up at three o’clock in the
morning - and as long as Mum can get occasionglites | think, my assumption, is that

they’re better in their own environment as longpassible (Allister: son).

Aged care assessment teams would sometimes ureleemdsessments and would initiate
changes to accommodation without consulting thelfacarer, or gaining their consent. The
below example is further evidence that communicatth a family carer is poor even in a
face-to-face meeting such as a ‘roundtable’ mutiigilinary family consultation. It shows
that the family carer thought their views were caisidered until she strongly asserted her

position.

And in the end they recommended that she go tesinguhome. And | said, [laughs]
‘Oh’. Well that was when we had the round tabledssion with the physio and the
doctor and everything and | just listened to therd ¢hen | had a think and | just said,
‘look get everything ready and please send her homé&hursday’ (Kate: daughter).

Health care professionals could be relied upon

Family carers trusted that health care professsonalild deliver the needed care to
their family member without prejudice to age, aagiiosis of dementia. There was an
assumption that health professionals could bedelpon to keep them updated about the care
of the person in hospital and would provide théestdollow up care. When this expectation
of a care standard was breached participantsigelpdointed with the health care
professional/s concerned. It was assumed thathheadé professionals would do the ‘right

thing’ and contact them if there was a problem i patient.

The social worker there, | assumed would contactimezlly wouldn’'t have had a name
of a person. | was just assuming that they woeldmgtouch with me. | thought if it was

needed, then they would get in touch with me (thdaster sister).

Family carers assumed that if a health professissid something was going to happen, then
it would. They were disappointed when they hadh@se health professionals for supplies

and information.

They also told me, I think it was the OT [occupadilctherapist], that they’d be giving
me Kylie sheets [absorbent linen] and things lkatto bring home. Well none of that

happened. (June: daughter).
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Family carers assumed that they would be told byh#alth professionals about any
necessary alterations to medications and carereggants. They assumed that if they were

not told about any changes, then the existing regiomtinued.

She went into hospital taking four medications ahd came home with a bag full... and
a couple of them were combining to lower her blpoessure, and the pharmacist came
and took her blood pressure, and it was so low. satid, ‘you’d better get to a doctor or
the emergency department.” So we went to the deeteid already been to the doctor -
not the same one. The hospital gave me no infoomatbout what she was taking. | just
assumed she was taking what was necessary bechliseanndition. That continued on
when she came home. Obviously the eating was gladated with those things
[medications], because | was having trouble witln &ating at home. As soon as those

particular pills were halved, she ate a whole mgate: daughter).

Some family carers feared the level of active e#as decided by the doctors
according to a patient’s ‘age’ or disease labedefmed to some family carers that health
professionals were prejudiced towards patients wi@ older and diagnosed with a

dementia.

Whether another reason for [treatment recommendatigoing nowhere, is that at 88
there’s only one end point to any of it...and redly sooner, the better? Whether that's
it, that people in this kind of situation are a letgss case? If it was my six year old, |
could go and beat ‘the dunny door’ down (Maura: dhter).

Family carers’ needs

Family carers needed information about their famigmbers in hospital and
information about post-hospitalisation support &y, They wanted to be informed and
prepared for the care of their family member wigmantia and the impact on the family unit.
Equally, they want to be seen by health care psadaals as a resource, a person able to
contribute to the quality of care provided. Thehew in hospital, the family carer needed to
be confident that their family member, as a patiemats safe and well-cared for. They also
held the view that understanding the hospital systad how it ‘works’ is important and
something they must do because it helps ensuregiitegrcess to the resources that can

benefit their family member.

The need for information

Family carers needed to know about what to expetiiedementia progressed and to
understand why certain behaviours occurred. Theywhnted to know about how to provide

specific care.
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| wanted to know why we were experiencing thesauietral things - behavioural
problems. To talk about incontinence managemenjasidliscuss her normal patterns
(Gary: husband).

Families also wanted to know about the course ahéimer’'s Disease and its impact
on the family so they could understand and dedl thié gradual cognitive deterioration of

the individual.

My brother needed information because he couldmtequnderstand. He came from a
mechanical background and he couldn’t understana tieey couldn't fix his brain.
Certainly information was needed because Dad flatetti so much. For a few days he'd
be really well, then all of a sudden he’d be backe¢ing very, very confused and restless

and we just couldn’t understand why he was goingnghdown (Tracey: daughter).

Well Dad’s become incontinent now. They're sayirag he’s now totally dependent so
he has to have the pad type things on, whereaseébkéwent into hospital, he’s always
been independent in that area. Information probatdyld be useful because it is a
concern now if we bring him home, or if | take luat, just for a little drive or
something. It's just a major concern. So yes, pbiypaome more information on that

would be handy (Ursula: daughter).

Knowing about the changing needs of people witkraghtia allowed families to formulate
contingency plans for dealing with the variousdcépry patterns of the disease as well as

discharge home.

With dementia, it's not a gradual slippery slogeséems to go in steps and we’d just
experienced a major step here... and there’s theewpdéving thing that happens

again. And it's a shock. It's like you’re hit withshock wave. It's the strangest feeling. |
don’t know how else to explain it, but it certaifdyan adjustment period. It's all very
well to say, ‘well we've accepted that this is hapipg’ but when there’s a drop. Boom,
it just starts again. We had to make that adjustmasiwell as preparing to get her home

and in a bit more relaxed atmosphere (Gary: hushand

Family carers varied to the extent to which theyenaxtive information seekers.
Some family carers expressed a desire for morenm&tion and education about specific
aspects of care such as continence managemenbanid luise and care for consumables

such as catheter bags, while others did not mestich needs.
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A little while ago, I'd contacted the Alzheimer’'ssaciation. So | have, through them,
read some information about dementia — Dad wasrdiagd with Vascular Dementia —
which a few of the nurses have told me can be caiel. So what affects me, is that it
has been so rapid, the deterioration. BecauseJastiary he was away on holidays with
us, and then it just got to the point he couldope at home and | couldn’t cope, because
I've got young children and I've started back atrkvd was too scared to leave him

alone. [l could have used] more information frore thospital (Ursula: daughter).

The need to be acknowledged by health professionals a resource

Family carers needed to be acknowledged by heatthprofessionals as a resource
for understanding and interpreting the patientlsay®ours and care needs. Family possessed
intimate biographical knowledge about the persah widementia and they knew how to
work with and care for that person, some havingheé¢he carer role for many years.
Participants reported instances of poorly manageel that was largely due to a failure of the
health professionals to gain an understanding trarfamily carer of the behaviour
management techniques unique to the patient. loessaof poorly managed care were
identified as distressing, because the family cangre of the view that such instances could

have either been easily resolved, or avoided aheggeif they had been consulted.

| was there most days from about twelve to abalited’clock at night, because | can
calm her, but it was more the medication. Medicatias due at eight o’clock in the
morning and eight o’clock at night. She was aslaegight o’clock at night. They needed
to give it to her at two thirty in the afternoon slee’s calm for the afternoon, and ok for
meals. When | told them that they said, ‘Oh gedsh someone had told us’. Well they
didn’t ask (Gary: husband).

Family carers indicated that they wanted to bedist to by hospital health care
professionals and moreover they wanted the staéfke notice of what they said. When they
were not listened to they became angry and frestragarticularly when communicated care

regimes were not formalised as part of hospita.car

Dealing with Mum’s incontinence...because | saichent about taking her to the toilet
every so often and | proved it to them on the heisiewith the OT [Occupational
Therapist]. The OT said ‘Do you want to go to thiéet Anne?’ and | said, ‘No, no, no,
no, you're not listening!’ | said, ‘just take hdrdre.” So | steered her there. | got them to
do it for about three more times during the dayh this is working - we've got no wets’
[said the OT]. This is lovely then what happense fkxt day | go back and it's all
reversed! Everybody’s too busy (June: daughter).
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The need for high quality care

The delivery of quality care to the patient wagienp concern for family carers.
They wanted to be assured that their family memibvers treated with dignity and respect.
This did not always occur. Equally, they wante#riow that the person was safe in the
hospital environment and in receipt of equal caralitothers in hospital. For some family
carers, other concerns were secondary to this heeduse they understood the hospital

system does not cater well for patients with demaent

As far as | knew, her needs were being satisfigdére and that was really all |
required, to know that she was being properly lab&fter and monitored (Heather:

daughter).

To know that he’s safe and being well looked afterbeen really worrying, because he

seems to have declined so quickly (Ursula: daughte

She was just like a number on a chart, she waspisbdy and it's just lucky that | have
a team of people going in everyday to be with thext she had any dignity at all,
because whenever somebody went in there, the tedetathe sheets were everywhere.
The night she was admitted, there wasn't even peprpillow, the bed was broken and
we went to find some dinner and there was no meslable...and when | asked for
something, it was like “how dare you ask for sorimegh It was just like a third world
country. If | could have got her out of there, luldhave (Stella: daughter).

‘Can | have a towel to go and help him to clea?’ugnd that was brushed aside. ‘Oh

we’ll get you one’ and it never came. If I'd knothat sort of thing was going to happen,
| would have gone in [to hospital] with a towelwgs just a minor thing | suppose, but it
was a very, very anxious moment, because it wasyaunhappy moment for him, a very

bad moment (Nola: wife).

The hospitals are really designed to deal their avay, to fit in the patient with their
system, the system doesn’t move to meet the patieetds (Gary: husband).

The need to understand the hospital environment

Family carers wanted to be accommodated by theithbsgrds yet not be perceived
as a nuisance. They wanted to know about visitmg$and who they could approach to ask
questions about current and post-discharge camdkr to fit in they needed information
about how the hospital environment functioned. Adng this information was difficult

however.
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They're obviously fairly flexible about our visigifnours. | guess | was as much help to

them as anything, because | was doing quite afldtecaring. | really did feel like | was

annoying the staff and | don't like feeling lilket. | just had that impression. | just got a
bit of body language there and | would have likesheone to come and say, ‘Look let's

sit down and I'll explain it to you’. Maybe, theg’just too busy, but it would have been

helpful to me (Gary: husband).

Obviously you got to know after you'd been thefevadays the nurses, but once you got
a bit further up the hierarchy, | wouldn’t know tt#ference between a nurse and | don't
know what they call them now — nurse’s aid or wiaate you. It was difficult to know
whether you were talking to a doctor or a seniorseu When they were behind the
desk... sometimes when you speak to them, they'd’'bayt the doctor.” And right,
you're not the doctor [laughter] (Heather: daughter

The need to be prepared

Family members had particular needs concernindghdige and these were, from
their perspective, linked to everything that waskiag in discharge planning.
Overwhelmingly they wanted to know when their fammilember as a patient was being
discharged so they could prepare and ask questlimg post-acute care. They wanted to

know in advance so they could be prepared.

| really didn’t get to discuss the medication [lopguse]. Yeah, | know about the
discharge (Gary: husband).

Well it would be nice if you were told ... have atbed notice, so you can plan to do
other things. It would be good to have at least ongvo people you knew you could talk
to each time to get feedback on whether or notshél come home or not. Obviously
one would like to be told if the patient was inliie hospital so that you could do the
right thing. And as | say, if it's something likgpassible blood clot, when you really need
to know (Heather: daughter).

Family members needed to know the formalities stldarge and wanted information
about the post-discharge support services. Thesadied advance notice for discharge and
the provision of consistent information about tineelines for discharge. They wanted
information about follow-up appointments that hag arranged; information related to the
person’s care and whether there were any changstfre usual regimen. This included
information related to medications such as adnratisin issues and any untoward side
effects that may arise. A discharge summary cordglige this information but this was

rarely offered and to obtain one, required a gdeat of effort from family carers.
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...we want to find out what's happening with my feighieealth, so we can talk to the
doctors and try and manage his health. We've gatnaterstanding of the treatment, or

the outcomes (Bertha — daughter).

I know he had pneumonia but | don’t know the r&std then | thought, well, whether he
had it or not, it's not going to make any differenbut | still would like to know about it

(Louise — daughter).

Family carers needed to know that post-dischargpts were available and in-
place before the family member returned home, & semt (back) to residential
accommodation. They needed to know that there wasaadinated approach to discharge
processes to ensure in-home care was sufficietihéoneeds of the family member with a
dementia and the family carer, or that the home sarvices were continued, and that any

needed extra support had been organised so thenpaald be cared for at home.

We’'ve got to make sure that Mum’s capable withiloplefter Dad and the services are
in place. So getting the health care worker, ggttime respite care, getting someone to
come in and shower him...we had all that in place né&d for that to continue because

he’s gone to a different hospital this time (A#ist son).

Similarly, if the family member was discharged teeaidential care facility, family
carers also wanted to know that extra support sesvivere already in place and that the
discharge had been co-ordinated with the facilfole the person had been discharged.
Family carers believed that they also needed thehdrge information which was provided to

the facility receiving their family member.
...you need to know what’s going on (Denise — daughte

Just to be kept informed about what's happeningta@dy kept informed if there’s any
ideas that maybe she won't be able to continuéitine: of care that she’s been getting —

those sort of things (Denise — daughter).
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DISCUSSION

The key aspects of discharge planning and exectliatrwere identified as lacking in

this research were consultation, coordination ameyance.

Consultation

The family carers of people with a dementia foumelévents leading up to and
culminating in the patient’s discharge from hodpibaerwhelmingly stressful. Hospital
discharge plans and procedures which may haveibeggeration and which would have
informed the process for families, were not disedssith them, nor were families in many
cases aware of their existence. Good practice niesitlzat discharge planning commences at
the time of admission (Bull & Roberts, 2001; Co296%; Hegney et al., 2002; Naylor et al.,
1999), however there were no instances of dischaegaing discussions reported in this
research that commenced at this time. Reportsnaifyfanembers satisfied with the level of
discharge planning and preparation leading up tibeaitending beyond the point of hospital
departure were rare. Family carers consistentlgrted that planning for discharge appeared
to occur only one or two days before leaving thepiital. Some family were notified of
discharge at the time of the actual discharge amthiber reported that they received no
notification at all. A few family members were coletiely unaware that the person had left
the hospital, until they enquired about the persatatus over the phone, or when they visited
the ward and discovered that the person was ne&tdhgre. It has been proposed by some
authors that changes in a patient’s condition dugiperiod of hospitalisation make early
discharge planning problematic (Clemens, 1995; &y at al., 1998), however intervention
studies point to positive outcomes for older peapld their family caregivers when planning
for discharge is commenced early (Mountain & PighR003; Naylor et al., 1999; Rosswurm
& Lanham, 1998; Seltzer, Litchfield, Kapust, & May&992).

It was noted that information relating to the omes of hospitalisation; including the
care received, changes to existing care regimes,;discharge care requirements and how to
provide this, follow up care and the provision ospdischarge support services, was not
routinely provided by health care professionalgsTiformation it was reported, was often
difficult to obtain from hospital personnel and jtatvas of vital importance to family carers
(including those whose family member lived in resitial aged care), to continue their caring
role. The care provided by the family is one thestsignificant factors impacting on the
success of the discharge plan for frail older peby helping the patient to recover from the
acute illness and responding to the complementag/ meeds of the older person (Bauer,
Fitzgerald, Haesler, & Manfrin, in press). Nonelad family members interviewed however,

had ever been provided with any sort of writtertki#gsge plan that detailed post-discharge
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care needs and arrangements, despite this beingwlgddged as best practice (Department
of Veteran's Affairs, 2005).

Because information about in-hospital and post-italspare was not always offered
by hospital personnel, family carers frequentlynidahemselves ‘chasing’ health care
professionals for the information that they reqdiréamily carers who were more assertive
often had more success obtaining this informatisrgid family carers with previous
experience of the hospital system. Having more kedge about hospital processes however,
did not make the experience of acquiring this imfation any less frustrating for the family

carers.

Coordination

A multidisciplinary model where all health profesmsals have input into the
preparation for discharge is seen as the mostteffegpproach to discharge planning
(Driscoll, 1999; Hedges, Grimmer, Moss, & Falco92f however such an approach did not
seem to be well operationalised by the hospitathigistudy. Families acknowledged that
some health care professionals were helpful inighag information about the patient.
Nursing staff, a number of families noted, wer@nfhot in possession of the information that
was needed by them and while medical and alliettthpeofessionals generally tried to be
accommodating, most were either difficult to contac on occasion unreliable by failing to
follow through with undertakings. By all accourttse dispersal of information relating to
discharge planning and preparation appeared tet@ondinated and not well communicated

to family carers.

Information provision by hospital health professitsnis critical if family carers are to
continue to function in the caregiver role. Fansilgd patients diagnosed with a dementia are
known to have a need for education on on-going iEETRIrements and assistance with
managing and negotiating care services and psyciasoipport (Naylor et al., 2005).

Failure to provide this can leave families feelimgprepared and unsupported in their role and
moreover, result in frustration and anxiety whiem émpact on their relationship with the

older person (Grimmer et al., 2004).

As reported in earlier literature dealing with faystaff relationships in the health
care setting (Harvath et al., 1994), participafangily carers in this study also
overwhelmingly wanted to be acknowledged as a resahat health professionals could
draw upon to benefit the care of the older per$tie. experiences recounted however,
indicate that they did not feel included in anyidiem-making about hospital care, or
discharge arrangements, and often felt that tlegicerns were not being acknowledged. This

finding is consistent with recent overseas reseattre the vast majority of families
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perceived no participation in discussions abougtheds of, or the nature of the hospital care
(Almborg, Ulander, Thulin, & Berg, 2009). Becausmalth care professionals did not seek
information from family carers about individual feait’s established routines and care
practices used at home, family members’ concerostadll patients being treated the same,

with little regard for individual preferences, wesenforced.

Family carers were of the view that many healtte gapfessionals did not have an
understanding of their needs and largely made temat to inform themselves by asking
questions, or discussing care arrangements. A nuafilfamilies believed that some health
professionals’ decisions about discharge plannimbpmst-discharge care were driven by
false assumptions about what was best for peopledeimentia and their family. Family who
wanted to continue to provide care for the pergdrome, were left feeling unsupported and
frustrated when confronted by health professiondils held the view that residential care

would be seen as the preferred care option.

Conveyance

The experience of hospitalisation was describestrassful by family carers. Not
only did they worry about the person’s immediaterguealth, but they had to confront the
possibility of witnessing a further decline in fherson’s cognitive status due to the illness. A
further concern was that the person was now depéntevarying degrees, on nursing and
other staff to meet most of their daily needs aaghyrfamilies were concerned about the
abilities of the staff to provide the appropriatee It was a commonly held view that the
hospital was not the most conducive environmenséoneone with a dementia, although
families had to accept that there was no alteraatfamily carers were however, frequently
critical of health care professionals who were dedack the necessary knowledge and skills

to competently care for someone with a dementia.

Many families described how hospitalisation conttéa to a further deterioration in
the person’s cognition and led in some cases tashef sedatives, or physical restraint to
manage the person. Many examples of what was ceus#s inappropriate care delivery
were witnessed and described by families, includirgabandonment of prior continence
management regimes, inaccurate assessment of neswbehaviours and the inappropriate
use of medications to control behaviours. Hospitaé that failed to take into account the
unique needs of the older person was distressinigifiailies and often led to an increase in
their apprehension, as they were all too awarbeftditional burden that a physical and/or

cognitive deterioration would impose on them oreegerson returned to their care.

Page 34



It was an expectation that health professional®waowledgeable about caring for
the older person and those with a dementia, bsivwtas not always borne out in the hospital
setting. Family carers believed that it was impatrtar the staff to be educated about caring
for someone with a dementia, since without thiskiedge, the abilities of the person to
independently attend to activities of daily livinguld be lost and furthermore their dignity
compromised. The need for health professionalswdri with older people to be better
educated about dementia and dementia care, hapl®maously highlighted in the literature
(Ballard et al., 2001; Hansen, Robinson, Mudge,r&dk, 2005) and this clearly remains an

area where further work is required.

While not all family carers, had negative experanall the time, such events when
they occurred had a significant detrimental impacctfamily carers’ views of the health care
system and hospital processes. It was noted thajrdatest satisfaction with hospital
personnel and hospital processes was often innleegency department and on first
admission to the ward. Other research has fourtduivan family are included and involved,
satisfaction with the health care experience igawgd (Cox, 1996; C. Cummings &
Cockerham, 1997; S. Cummings, 1999; Hancock €2@03; Shyu, 2000). Where a close
association with the hospital, or particular heaklihe professionals had developed, families in
this study perceived improved communication witkgital staff and a better experience
overall. This finding underpins the importance afiimg a comprehensive discharge plan that

includes the family carer as partner.

Care that failed to take into consideration thequaness of the individual and the
needs of the family, that is, was not person cdnkétwood, 1997), was frequently criticised
and moreover shattered the family’s confidencé@ability of hospitals to deal with more
than the immediate disease process. Against tolggbaund, many family carers were keen
to have the person discharged from hospital as as@uossible. One family carer was so

concerned about his father’'s well-being in hospttat he discharged him himself.

In summary, discharge planning appeared to be acuhd information,
communication and care standards families expagted often not provided. Common
issues about discharge planning and executiondraigéamily members included; their lack
of involvement in the process; the difficulty intalming information identified as being
important to continue care; inadequate communinathmout hospital care and post discharge
care and health care professionals lack of apmtepkinowledge and skills to provide the best

care for the person with a dementia.
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CONCLUSION

The transitional needs of family carers of patiewith dementia in this study were
not always being met and the discharge practicegalth professionals is in need of change.
The hospital discharge planning processes deschidedfrequently did not take into
consideration the needs of the family carer of smreenith dementia. Families were often
unaware of the existence of a hospital discharge ahd they were rarely consulted about
their particular in-hospital, or post- dischargeecaeeds. Obtaining information about the in-
hospital medical and other care provided, as vgstha post discharge care requirements and
supports available, was not straightforward. Mhaaogpital health professionals, particularly
nurses, were also identified as lacking the necgssmwledge and skill set to enable the

competent care of someone with a dementia.

This research highlights some important considematabout the execution of
discharge planning as it relates to consultationrdination and conveyance for hospital
health professionals. An awareness of how the eecaf the hospital discharge plan is
perceived by the principal family carer of the persvith dementia, will allow health care
professionals and others involved with the dischampcess to better reconcile the family

caregivers’ needs and expectations with hospisalhdirge processes.
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RECOMMENDATIONS

Hospital systems

The findings of this research suggest hospitalevetheir discharge planning
consultation, coordination and conveyance poligiesgcesses, and procedures to assess the
degree to which they comply with the following remnendations. To improve the discharge

planning in hospital it is recommended that:

« Hospitals develop policies, processes and procedaralischarge planning that take into

account the needs of the family carer of a pati@dnosed with dementia.

» Hospitals develop key performance indicators agaihéch to measure discharge

planning best practice and seek feedback from Yacaiters.

* Hospitals adopt best practice discharge plannitigites by implementing early

engagement of the primary family carer in the disgh planning process.

» Hospitals adopt a ‘person centred care’ approadhisttharge planning of people

diagnosed with dementia.

» Hospitals develop a discharge planning systemhthsithe primary family carer an equal

partner in decision making about the health catb@patient diagnosed with dementia.

« Hospitals identify a health care professional whbased on the ‘ward’ as the person or
persons responsible for liaising with the primaagnfly carer of the patient diagnosed

with dementia.

» Hospitals develop a discharge plan that identifiesprimary family carer as the person
to communicate with in regards to assessment,idaaisaking and the ongoing care of

the patient and that each instance of communic&idocumented.

« Hospitals commence planning for discharge withihdays of admission and a date for

potential discharge identified in the plan.

» Hospitals develop a policy that requires the prinfamily carer to be notified of an

impending discharge before discharge is initiated.

Family and health care staff

» The primary family carer is consulted regularly &egt informed of the treatment and

care requirements of the patient, that include:
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0 in hospital consultation about changes to pre-asiotiscare regimes and

identification of their impact on in-hospital andgp discharge care of the patient.

0 in hospital identification of post-discharge medliitaatment and the requirement

for education and support of the primary familyezar

o in hospital identification of post-discharge carattsupports activities of daily
living and arrangements made to ensure ongoingprasxéded by the primary

family carer is able to be provided and supported.
0 at the point of hospital discharge the primary fgroarer is;

= knowledgeable of the prescribed medical treatmeavitere the patient is
discharged home or to a health care facility, asmdmetent to provide the
medical treatment/s where the patient is dischahgadke.

= knowledgeable and able to provide ongoing carbérfarm of the required

activities of daily living where the patient is dimrged home,

= knowledgeable and in agreement with the post digehmedical treatment/s,
care related to activities of daily living and coommity support service/s

arranged.

The primary family carer is provided with a copytleé written discharge summary that
includes information about outcomes of tests, naiios and reasons for change to any
medications, current care requirements and poshdige support services. Where post-
discharge support has been organised on the haftfalhily, details are provided. This
document will provide the name and contact detdithe nominated hospital staff

member responsible for organising the discharge.

Health care professionals

Health care staff receive education and trainirg on
o0 the needs of family carers of people diagnosed Mlitheimer’s disease or other

dementia,
o discharge planning activities that are inclusivéhef patient and family carer,
0 dementia care.

Health care staff be required to use family assauece to facilitate the provision of

optimal care for patients diagnosed with dementia.
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Health care staff incorporate in their care ofgagent, assessment of the primary family
carer’s stress and frustration and where apprapoiier in hospital support and/or

counselling.

Health care staff be required to inform the primi@mily carer about the grievance

procedure of the hospital and the patient satisfacurvey.
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STUDY LIMITATIONS

This study has captured the views of twenty fivdipi@ants who had experience of
hospital discharge for someone with a dementia faaange of public and private acute care
hospitals in metropolitan Melbourne and rural Viaolt cannot be concluded that the views
expressed by these people will be shared by otimityf carers of a person with a dementia
that have also experienced hospitalization. Theggaants in this study were all volunteers
that agreed to share their views with the reseasdned the researchers readily acknowledge
the possibility of ‘elite bias’ (Sandelowski, 198@)hereby only those family members who

were keen to convey problems with the dischargeiapce agreed to participate.

As is the case with all naturalistic research rdaer will need to be the final arbiter
of the study’s broader relevance and transfergbibwever given the consistency of views
that were expressed about hospital discharge plgratinsultation, coordination and
conveyance and the consistency of the findingk piiévious research, this research suggests
that the issues raised may have broader applisahiid warrants further consideration by

hospital administrators and members of the health team.
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APPENDICES
Appendix A: Interview Guide

Improving hospital discharge preparation and suppot for families of patients with
dementia

Demographic information

Gender: M/F

Relation to patient: husband, wife, son, daugluier (define)

Self reported degree of care provided by the prmoarer:

(10 cm visual analogue scale) - 100% of care pexith 0% of care provided
Primary reason for hospitalisation:

Length of hospitalisation:

Discharge destination:

The following questions/issues will be explored durg the interview:

What has been your (family carer’s) experiencéneftiospital discharge process?
How were you (family carer) involved in the prepgama and planning for discharge
of (X)?

What did the hospital discharge planning processldirge plan comprise?

How was this enacted?

What hospital staff were involved?

How were you involved?

Describe the planning for discharge activities yfamily carer) were involved with
and the time lines for these.

Did any hospital staff influence the role you wegelay in the discharge process?
Which staff involved you most in the discharge gss?
Were you satisfied with this? — explain.
How supported did you (family carer) feel:
- in hospital prior to discharge?
- at the point of discharge? - after disch&rge
What were your (family carer) needs:

- at the point of discharge?
- in the lead up to discharge?
- after discharge?

How do you think the hospital discharge planningcess should work and how
would you as a family carer, like to be involved?

What needs did you (family carer) have that weremet by the hospital discharge
process?

What were the three (3) most helpful things staff tbr you (family carer) in
assisting you to prepare for the discharge of (X)?

What were the three (3) least helpful things sthff for you (family carer) in
assisting you to prepare for the discharge of (X)?

Was there anything in the discharge process thetechyou to be stressed, upset or
requiring immediate attention by hospital staff?
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