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Chapter Five: Study sample descriptors  
 

This chapter outlines the demographics and salient descriptors of the patient and carer 

study sample. 

 

 

 

 

 

 

5.1 Enrolment details 

5.1.1 Commencement dates  

Whyalla Hospital 7th February 2000 

Lyell McEwin Hospital 6th March 2000 

Port Pirie Hospital 27th March 2000 

Port Augusta Hospital 17th July 2000 

 

5.1.2 Recruitment  

Overall, 163 patients were approached to enter the study.  Fifty-six of these patients were 

found to be ineligible when considering one or more of the eligibility criteria.  There were 

seven refusals from eligible patients, thus producing a sample of 100 eligible patients who 

also agreed to participate.  24 carers of these patients were also recruited.  With respect to 

carers, of the 100 eligible patients who agreed to enter the study, 66 patients did not 

nominate a ‘carer’ (either lived alone or would not identify one individual) and of those 

consenting patients who did nominate a ‘carer’, ten carers refused to participate.  The 

enrolment details per site are provided below. 

June 2000  Mr Smith has not seen his GP for some time.  He feels that his health is under 

control now and that the secret to his recovery is social contact, many friends and being 

busy.   He finds he becomes tired easily and sometimes has a nap in the morning – “I think 

it’s the cold weather”.  He has had a death in the family in the last few weeks and is 

feeling very sad – “It was a terrific funeral though”.  
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5.1.2.1 Lyell McEwin Health Service 

 

5.1.2.2 Whyalla Hospital and Health Services 

 

 

5.1.2.3 Port Pirie Hospital 

 

Total number recruited 
Eligible consenting patients 52 

Consenting carers 16 
Patients who withdrew 3            (included in the above numbers) 

Patients who died 4            (included in the above numbers) 
Patients who refused to 

participate 
1 

Consenting patients who were 
ineligible for the study 

17 

 

Month-by-month patient statistics 

 March April May June July August 

Recruited 6 10 15 11 8 2 

Deaths  1 2 1   

Withdrawn   2 1   

Unable to contact   1 2   

 

Total number recruited 
Eligible consenting patients 33 

Consenting carers 7 
Patients who withdrew 3            (included in the above numbers) 

Patients who died 1            (included in the above numbers) 
Patients who refused to 

participate 
2 

Consenting patients who were 
ineligible for the study 

14 

 

Month-by-month patient statistics 

 March April May June July August 

Recruited 7 2 2 14 7 1 

Deaths    1   

Withdrawn 
(includes 1 complaint) 

 1  2   

Unable to contact    1   

 

Total number recruited 
Eligible consenting patients 9 

Consenting carers 1 
Patients who withdrew 0 

Patients who died 0 
Patients who refused to 

participate 
3     

Consenting patients who were 
ineligible for the study 

11  
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5.1.2.4 Port Augusta Hospital  

 

 

 

5.2 Age and gender descriptors 

5.2.1 Patient participants 

The average age of patient participants was 73.5 years (SD 8.3 years) in the metropolitan 

area (range 61 years to 89 years) and 76.6 years (SD 6.5 years) in the country areas (range 

63 years to 90.6 years).  There were more female than male patients in the sample, 61.5% 

women and 38.5% men in the city and 55.6% women and 44.4% men in the country.  Mean 

age for the female patients was 74.1 years (SD 8.2 years), and male patients was 77.4 years 

(SD 6.2 years).  There was no significant difference in age by gender or metropolitan / 

country location. 

5.2.2 Carer participants 

The average age of carer participants was 67.5 years (SD 15.0 years) in the metropolitan 

area (range 37.2 years to 80.5 years) and 74.7 years (SD 4.9 years) in the country areas 

(range 69 years to 83 years).  This represented a statistically significant difference between 

locations (p<0.05).  The proportion of male and female carers in the sample was dissimilar 

between metropolitan and rural locations, being 50% women and men in the city and 16.7% 

women and 83.3% men in the country.  The mean age for female carers was 62.5 years (SD 

Month-by-month patient statistics 

 April May June July 

Recruited 1 3 3 2 

 

Total number recruited 
Eligible consenting patients 6 

Consenting carers 0 
Patients who withdrew 0 

Patients who died 0 
Patients who refused to 

participate 
1    

Consenting patients who were 
ineligible for the study 

14 

 

Month-by-month patient statistics 

 June July 

Recruited 3 3 
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17.7 years), which was significantly different (younger) from that of male carers, which was 

75.1 years (SD 3.6 years). 

5.3 Health conditions of patients  

We report the main condition for which patients were hospitalised, by gender and location, 

in Tables 5.1 – 5.4.  The tables report these conditions in descending frequency.  Subjects 

were selected for this study by convenience (seeking people who may have a story to tell) 

and thus we report diagnosis only to describe our sample more completely. 

Table 5.1 Conditions for which female metropolitan patients were hospitalised 

Heart problems 

Tests for generally being unwell 

Bowel problems 

Collapsed at home 

Renal failure, dehydration, low blood 

sugar 

Hip replacement 

Car accident 

Infection 

Breathing difficulties 

 

Table 5.2 Conditions for which male metropolitan patients were hospitalised 

Heart attack   

Chest and abdominal pains (not heart) 

Bladder, bowel and prostate infections 

Chronic congestive heart failure 

Breathing difficulties 

Motor vehicle accident (MVA) 

Cerebrovascular accident (CVA) 

Generally unwell 

Pneumonia 

 

  



 Independent Community Living After Discharge From Hospital  

 

  P a g e |  9  

Table 5.3 Conditions for which female country patients were hospitalised 

Result of falling 

Heart attack 

High blood pressure 

Uncontrolled diabetes 

Chronic obstructive airways disease 

(COAD) 

Back pain  

Severe arthritis 

Gout 

Osteoporosis 

Bronchitis 

Varicose ulcers in leg 

Duodenitis / chest pain 

Table 5.4 Conditions for which male country patients were hospitalised 

Cardiovascular investigations 

CVA 

Heart attack 

Breathing difficulties 

Shingles 

 

5.4 Summary 

This study sample reflected a group of patients who were perceived to be on the ‘cusp of 

chronicity’ by hospital nursing staff.  There were only a small number of refusals from 

patients who were eligible to participate in the study (6.5% of the eligible study cohort of 

107 patients), and 5% deaths and 6% withdrawals from the recruited / consenting sample. 

There were no significant differences between country and city patients in gender 

proportions or age.  There was considerable gender variability between city and country 

carers, with a significantly greater proportion of carers being male in the country.  Country 

carers were older than city carers, and the male carers were significantly older than the 

female carers. 
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The main medical reason for hospitalisation was heart problems, followed by having 

investigations for being unwell. 
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Chapter Six: Key themes from interviews with patients and carers 
 

This chapter presents and synthesises the issues identified from interviews with patients 

and carers. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

6.1 The interview process  

The interviews proved to be the most rewarding, informative and conclusive aspect of the 

data collection for this report.  The interviews appeared to accurately elicit variations in 

emotional state and function on a monthly basis, and elicit why this was occurring in a 

richer manner than the questionnaire elements.  Key themes were identified each month to 

facilitate comparison between time periods and sites.  Where home visits were undertaken, 

an extensive library of photographs were collected as pictorial evidence of what people live 

with and are confined to at home (because of costs, situations etc). 

A key feature of this process interviews has been the use of the same person (Julie Falco, 

project officer) to perform the interviews.  She reports establishing close rapport with 

subjects, allowing patients to feel comfortable with her style of communication.  This 

probably, combined with the frequency of the interviews, allowed patients to reveal 

abundant information about their lifestyles in great depth. 

August 2000  Mr Smith has been a unwell this month.  He has had a chest infection 

(“bronchial asthma”) and conjunctivitis in both eyes.  Up until now he has maintained all 

his social contacts, but has been a bit lonely since developing this illness – “The telephone 

is like another person in the house when you’re on your own”.  Now that the weather is a 

bit warmer he has increased the amount of gardening he has been doing, “still battling 

on”, but his illness has slowed him down a bit.  There has been another death in the 

family.  He has had another fall in the garden – “I think I blacked out – I fell into the 

lavender bush and hurt my hip”.  Once again he did not activate his pendant alarm.  Mr 

Smith seemed unconcerned about the hip pain and did not wish to trouble anyone.  Two 

days later he went to the GP for a new prescription for his heart tablets and mentioned 

that his hip was sore.  Our project officer went to visit him last week.  He was “delighted 

to have a visitor” and showed off his scone making skills.  He played the piano for her – “I 

play every day” - and showed her his family memorabilia on top of the piano, including his 

parents' wedding cake (100 years old) under its special dome – “I told my nephew that 

when I leave him the piano he has to leave everything set up just the same…”. 
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Together the project officer and one of the principal researchers (KG) summarised the 

transcripts of each interview undertaken at each month into the key themes which 

emerged, and then calculated the frequency with which these key themes occurred.  The 

themes were collated for each month of the interviews, and divided into positive and 

negative issues.  Carer themes that emerged at the first interview tended to blend into the 

patient themes in subsequent interviews, and so these amalgamations were retained. 

The key themes are outlined below in Tables 6.1 – 6.6, with the percentage of both city and 

country participants who made these responses.  We present the qualitative data in this 

way in order to weight the responses by frequency of mention, and therefore importance to 

the group.  (Percentages sum to more than 100% because a participant could make 

responses in more than one category.) 

Table 6.1 First interview: immediately post discharge 

 city% country% 

Negative issues   

Deteriorating mobility  25.9% 15.4% 

Dealing with pain 20.7% 12.8% 

Tiredness 19.0% 20.5% 

Required help from neighbours and family for 

services not available through formal channels 

17.2% 23.1% 

Readmitted within a few days of discharge (DC) 13.8% 10.3% 

Difficulty in accessing shopping centres / 

services 

12.1% 7.7% 

Unsuitability of equipment 10.3% 2.6% 

Dramatic change in activities of daily living 10.3% 12.8% 

New balance and falling problems 8.6% 15.4% 

Extra expenses 8.6% 20.5% 

Depression 8.6% 7.7% 

Gardening problems 6.9% 7.7% 

Not accepting the aging process 6.9% 2.6% 

Social isolation 6.9% 2.6% 

Patient is also a carer 6.9% 5.1% 



 Independent Community Living After Discharge From Hospital  

 

  P a g e |  13  

Problems dealing with the cold 6.9% 7.7% 

Not being able to drive 5.2% 5.1% 

Needed to wait for Domiciliary (Dom) Care / 

other services 

5.2% 7.7% 

Needed to do own contacting of Dom Care / 

other services 

5.2% 5.1% 

Marital stresses 5.2% 2.6% 

No appetite / disliked the taste of delivered 

meals 

5.2% 7.7% 

No education on management of condition 3.4% 2.6% 

Lack of education regarding medications 3.4% 5.1% 

No communication whilst in hospital regarding 

coping on discharge 

3.4% 5.1% 

Changes in being able to manage pets at home 3.4% 0.0% 

Patient does not want to consider nursing home 3.4% 2.6% 

No way to find out about aged care 

accommodation options 

1.7% 5.1% 

Waiting for home modifications 1.7% 5.1% 

No allied health follow-up 1.7% 5.1% 

Patient needs outside help but carer refuses 1.7% 0.0% 

Were privately insured, but not allowed / 

offered private services 

1.7% 0.0% 

Needed more information about diagnosis 1.7% 2.6% 

Flu vaccination after DC, got sick 1.7% 2.6% 

Forgetful 1.7% 0.0% 

Multiple medical opinions - confused regarding 

management 

1.7% 5.1% 

No physiotherapy services available / provided 0.0% 7.7% 

Frightened at home alone 0.0% 2.6% 

Stress at home prior to illness 0.0% 5.1% 

Positive issues   
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Good relationship with GP 12.1% 7.7% 

Meals were delivered 5.2% 10.3% 

Likes temporary accommodation better than 

home 

3.4% 0.0% 

Flexibility from council regarding home services 3.4% 5.1% 

Continued use of Dom Services on discharge 3.4% 0.0% 

Help from external services supported 

successful return home 

1.7% 0.0% 

Made strategic plans regarding emergencies 0.0% 2.6% 

Made concessions to getting older 0.0% 2.6% 

Knew about how to find out information 0.0% 2.6% 

Junk mail useful 0.0% 5.1% 

 city% country% 

Carer unwell 29.4% 0.0% 

Main carer for other people as well 

(grandchildren / children) 

23.5% 0.0% 

Carer does not want to consider nursing home 

for patient 

11.8% 0.0% 

Carer needs outside help but patient refuses 5.9% 0.0% 

Not being able to leave patient alone 0.0% 7.7% 

Caring for patient is making carer sick / feel pain 0.0% 2.6% 

 

Table 6.2 Second interview: one month post discharge 

 city% country

% 

Negative issues   

Tiredness 8.6% 10.3% 

Pain 6.9% 2.6% 

Stopped / minimal driving 6.9% 10.3% 

Depression 5.2% 7.7% 

On waiting list for surgery 5.2% 5.1% 
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Mobility problems 5.2% 2.6% 

Reliance on others for help 5.2% 0.0% 

Seeing GP frequently 3.4% 5.1% 

Had to pay for additional aids 3.4% 2.6% 

Readmission to hospital 3.4% 2.6% 

Lack of education about medications 3.4% 2.6% 

New diagnosis 3.4% 7.7% 

Purchased own equipment 3.4% 2.6% 

Purchased own equipment via catalogues 3.4% 2.6% 

Problem not resolving 3.4% 2.6% 

Socially restricted 3.4% 2.6% 

Issues with joint caring (patient and carer for 

each other) 

3.4% 0.0% 

Had flu 3.4% 0.0% 

Dissatisfaction with services 1.7% 7.7% 

Gardening is a problem 1.7% 7.7% 

Conflict with boarder / family 1.7% 2.6% 

Need to take taxis 1.7% 2.6% 

Cold weather a problem 1.7% 2.6% 

Balance worsening 1.7% 2.6% 

Patient acting as carer 1.7% 2.6% 

Usual carer unavailable 1.7% 0.0% 

Felt our questionnaire didn't reflect what he 

wanted to say (eg SF-12, Bartels) 

1.7% 0.0% 

Death 1.7% 0.0% 

Complications of illness 1.7% 0.0% 

Poor appetite 0.0% 2.6% 

Concerned with safety 0.0% 5.1% 

Could be left alone 0.0% 2.6% 

Needed to use phone 0.0% 2.6% 

Worried about security 0.0% 2.6% 
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On going balance problems 0.0% 5.1% 

Falling an increasing problem 0.0% 5.1% 

 city% country% 

Positive issues   

Decrease in falls frequency 6.9% 2.6% 

Conserves energy by frequent rests and task 

management 

5.2% 5.1% 

Back to normal 5.2% 2.6% 

Using all equipment that had been supplied 

on discharge 

3.4% 2.6% 

Attending outpatient services 3.4% 5.1% 

Improved appetite 1.7% 2.6% 

Commenced gardening 1.7% 5.1% 

Uses common sense 1.7% 2.6% 

Seeing GP infrequently 1.7% 2.6% 

Receiving home deliveries 1.7% 0.0% 

Confidence in medical help 1.7% 0.0% 

Equipment arrived 1.7% 0.0% 

Increase in self confidence 1.7% 0.0% 

Feeling more positive 0.0% 5.1% 

More confident with medications 0.0% 2.6% 

Home visits from RDNS services 0.0% 5.1% 

Home visits from GP 0.0% 5.1% 

Proactivity regarding services 0.0% 2.6% 

Proactivity regarding physical activity 0.0% 2.6% 

Wearing pendant alarm 0.0% 2.6% 

Well enough for holiday 0.0% 2.6% 

 

 

The key themes began to condense into smaller numbers of broad bands of responses by 

month three.  This possibly reflected patients and carers focussing more clearly on what 



 Independent Community Living After Discharge From Hospital  

 

  P a g e |  17  

their concerns were, and perhaps also reflected our increasing ability to understand their 

key concerns. 

Table 6.3 Third interview: two months post discharge 

 city% country

% 

Negative issues   

More investigations 57.1% 33.3% 

Needs aids but not supplied 35.7% 13.3% 

Conflict (carer and patient) 35.7% 20.0% 

Tiredness 28.6% 13.3% 

Dizziness / nausea 21.4% 6.7% 

Needing afternoon nap 21.4% 26.7% 

Poor balance 21.4% 6.7% 

Changed home equipment because unsafe 21.4% 13.3% 

Waiting for services 14.3% 6.7% 

Decrease in mental status 14.3% 13.3% 

   city% country

% 

Positive issues   

Regular GP and other health professional 

visits  

35.7% 13.3% 

Respite used 35.7% 33.3% 

Commenced using walking aid 28.6% 33.3% 

Support from spouse / neighbour  28.6% 6.7% 

GP did first home visit 28.6% 6.7% 

House cleaner started 21.4% 6.7% 

Stopped using aids 21.4% 26.7% 

Decrease in falls 7.1% 20.0% 

Carer taught themselves to monitor patient's 

blood 

7.1% 6.7% 

Increased confidence with medication 0.0% 6.7% 

14.3% 13.3% 
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Swallowing remains a problem 

Commenced physiotherapy  0.0% 6.7% 

Improving function (walking, zips, buttons) 0.0% 13.3% 

Return to pre-hospital status / activities 0.0% 6.7% 

Started driving  0.0% 6.7% 

Purchased alarm pendant 0.0% 6.7% 

Home modifications done 0.0% 26.7% 

Mobility poor 14.3% 6.7% 

Not getting out of the house 7.1% 6.7% 

Pain 7.1% 0.0% 

Expenses 7.1% 13.3% 

Difficulty maintaining independence 0.0% 6.7% 

Other illnesses 0.0% 13.3% 

Readmission: carer unwell 0.0% 13.3% 

Depressed 0.0% 13.3% 

 

Table 6.4 Fourth interview: three months post discharge 

 city% country

% 

Negative issues   

Waiting for services 17.6% 30.8% 

Balance problems / nausea 14.7% 15.4% 

Unsafe home 14.7% 23.1% 

Weight loss 11.8% 30.8% 

Decreased activity level 8.8% 7.7% 

Pain 5.9% 15.4% 

Tiredness 5.9% 15.4% 

Appetite improved 5.9% 15.4% 

Deteriorating garden 5.9% 0.0% 

Enquiring into aged care housing 5.9% 0.0% 

Decreased confidence 2.9% 7.7% 
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Increase in falls 2.9% 15.4% 

Sleeping problems 2.9% 7.7% 

Decreased mobility 2.9% 7.7% 

Readmission 2.9% 7.7% 

Carer / patient conflict 2.9% 0.0% 

Other illnesses 0.0% 7.7% 

Depressed 0.0% 7.7% 

Increased expenditure 0.0% 7.7% 

Problems with medication 0.0% 7.7% 

Housebound 0.0% 7.7% 

Positive issues   

Regular visits to GP and hospital outpatients 20.6% 53.8% 

Using aids for walking 0.0% 7.7% 

Using community services 20.6% 38.5% 

Regained pre-illness status 14.7% 15.4% 

Increased use of health services 8.8% 23.1% 

Recommenced driving 8.8% 15.4% 

Mobility improving 8.8% 0.0% 

Assistance from others 2.9% 15.4% 

Increasing confidence with medications 2.9% 7.7% 

Carer doing dressings 2.9% 0.0% 

 

Table 6.5 Fifth interview: four months post discharge. 

 city% country

% 

Negative issues   

Pain 32.0% 4.7% 

Tiredness 28.0% 0.0% 

Other illnesses / interventions 24.0% 14.0% 

Readmission 20.0% 0.0% 

Carer unwell 16.0% 0.0% 
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Other investigations 12.0% 2.3% 

Carer-patient conflict 12.0% 2.3% 

Extra expenses (private services) 12.0% 9.3% 

Decreased mobility 12.0% 2.3% 

Depression 12.0% 0.0% 

GP / services not much help 12.0% 0.0% 

Decreased memory / odd behaviour 8.0% 0.0% 

Housebound 8.0% 2.3% 

Weight loss 8.0% 0.0% 

Nausea 8.0% 0.0% 

Sleeping problems 8.0% 0.0% 

Waiting on aids  4.0% 4.7% 

Carer input significant 4.0% 9.3% 

Confusion over service options 4.0% 0.0% 

Problems with medication 4.0% 0.0% 

   

Positive issues   

Regular visits to GP and other health 

professionals 

12.0% 14.0% 

Support from others 12.0% 7.0% 

Improved / decreased depression 8.0% 0.0% 

Exercising regularly 4.0% 7.0% 

Returned to pre-hospital status 4.0% 2.3% 

Increased driving 0.0% 2.3% 

Increased activities around the home 0.0% 2.3% 

Using aids 0.0% 7.0% 

 

Table 6.6 Sixth interview: five months post discharge 

 city% country

% 

Negative issues   
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Other illnesses / interventions 70.0% 5.7% 

Pain 50.0% 14.3% 

Readmission 50.0% 5.7% 

Depression 40.0% 5.7% 

Tiredness 30.0% 5.7% 

Falling 20.0% 11.4% 

Disappointment with health services 20.0% 2.9% 

Medication problems 10.0% 2.9% 

Housebound 10.0% 2.9% 

Carer unwell 10.0% 0.0% 

Decreased function 10.0% 0.0% 

Weight loss 10.0% 0.0% 

Waiting on aids  0.0% 2.9% 

Carer-patient problems 0.0% 5.7% 

Increased memory loss 0.0% 2.9% 

Balance problems 0.0% 5.7% 

Extra expenses 0.0% 2.9% 

Positive things   

Regular GP and health professional visits 20.0% 0.0% 

Use of respite 10.0% 0.0% 

Support from others 10.0% 0.0% 

Exercise daily 10.0% 2.9% 

Return to pre-hospitalisation status 10.0% 2.9% 

Use of walking aids 10.0% 2.9% 

Commenced using physiotherapy services 0.0% 2.9% 

Return to driving 0.0% 2.9% 

Use of community services 0.0% 2.9% 

Gardening  0.0% 5.7% 
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6.2 Summary and commentary on themes 

6.2.1 Negative aspects 

Across the six sets of interviews, the highest percentage responses were consistently found 

in the themes of tiredness, deteriorating mobility and dealing with pain. 

Patients reported that they expected to be tired in the first few days at home following 

discharge.  They felt that this was a realistic expectation after being unwell and sedentary 

while in hospital.  However a large number of patients reported being surprised they were 

still tired up to a month after discharge or in some cases continually tired 4-6 months later.  

Some attributed this to their diagnosis or to their age “finally catching up” with them.  

Others found it quite disturbing that the tiredness impacted on their energy levels and 

ability to carry out their daily living activities.  Strategies they employed included having an 

afternoon or late morning nap in order to be able to complete household tasks and social 

commitments. 

Deteriorating mobility for some patients was related to their new diagnosis (eg CVA or COPD 

dyspnoea), or to pain restricting their movement.  Others were unsure of the trigger that 

contributed to their deterioration.  Many of the patients in this study were discharged home 

in winter, and found that the cold weather affected their joints and mobility, particularly in 

the morning.  The tendency was to stay indoors a lot more where it was warmer, and some 

patients ascribed their decreased mobility more to inactivity (by choice) than to issues 

associated with their condition.   A couple of patients in the study implemented strategies 

such as obtaining a walking frame or retrieving from the shed a relative’s old forgotten 

walking stick.  Others refused to use any aids or equipment to assist mobility, fearing that 

they would then never be able to stop using them. 

Dealing with pain was a major theme identified by patients in this study and this is a cause 

of great concern to the investigators.  A large number of patients reported pain as being a 

constant presence in their life after their discharge from hospital, and reported not having 

suffered from it (to this extent) prior to their hospitalisation.  Many had ongoing pain 

throughout the duration of the study (from time of discharge to six months later).  Common 

issues identified were reluctance to take prescribed or over the counter analgesia for fear of 

dependency, the fear of interaction with other medications, and a lack of confidence that 

the medications would work.  Cost was a big consideration for patients prescribed analgesia, 

with many patients taking half of the prescribed dose to save costs, particularly when 
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analgesia was expensive.  There appeared to be a lack of education and understanding 

about when to take analgesia (for instance first thing in the mornings so they could shower 

pain free). 

The patients tended to discuss the issue of pain with their GP in only the first two to four 

weeks post discharge.  After this time, discussion with GPs about pain management was 

rare.  Patients in this study mostly reported GP responses as unhelpful and disappointing.  A 

few reported being ‘enlightened’ by the GP that pain is part of old age – “You are getting 

older - what do you expect?”  The majority stopped telling their GP when their pain 

persisted, accepting that pain had become a part of life from that point on.  It is worth 

noting that depression tended to occur when pain was present, particularly when the pain 

affected mobility and lifestyle.  This appeared to be largely undiagnosed or unrecognised in 

the formal health settings (i.e. in GP visits) but was often recognised by carers and friends / 

family. 

Many patients reported requiring help from neighbours, family and / or friends for services 

not formally available.  In the first week after discharge offers of cooked meals, transport, 

housework and gardening assistance occurred.  However some patients felt reluctant to 

continue to accept this help, both due to a desire to return quickly to pre-hospital 

independence and the concern that they would burden the supportive person offering help.  

Some patients struggled to undertake personal hygiene tasks by themselves.  This lack of 

assistance was often due to the hospital not assessing their need for help, or assuming 

someone could assist at home, coupled with the length of Domiciliary Care waiting lists.  In 

other instances, although the need for assistance had been identified, a referral had not 

been made to external community agencies for assistance.  For two patients on the study in 

particular, the hospital must have assumed they would get assistance showering from family 

and friends because their independence levels were such that they obviously required 

assistance immediately post discharge.  One elderly lady’s male boarder felt strongly that 

the hospital should have discussed with him the level of hygiene assistance she would 

require post discharge.  He felt it was inappropriate to expect he help her to shower and 

consequently he did not.  He felt guilty however, knowing that in the first week at home she 

struggled with self care until she regained some strength.  Another lady who was a 

neighbour for a patient who lived on his own had to shower him after discharge until he 
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became a Domiciliary Care client two months later.  The patient was uncomfortable with 

this at first, but as the carer said “in the end he got so breathless he didn’t care!” 

6.2.2 Positive aspects 

For most of the participants the general medical practitioner was the major service provider 

/ coordinator throughout the six months of the study.  Patients on the whole had a good 

relationship with their GP and many had known him / her for many years.  Many reported 

great faith in their GP's abilities and opinions, and were reluctant to change practitioners 

despite in some instances seeming disappointed with the level of support they received 

from their GP.  Several patients, especially those in country areas, reported a real dilemma 

when forced to find a new GP.  Some of the participants appeared to be unclear exactly 

what was wrong with them, but were satisfied as long as they felt their GP knew.  Ongoing 

pain and depression were the two problems that patients often failed to bring to their GP’s 

attention when they occurred on an ongoing basis.  Home visits from GPs, when requested, 

were relatively common, particularly in the first week after discharge.  One patient’s GP in 

the country always visited her at her home because his surgery had steps and lacked 

disabled access.  Another GP undertook regular home visits because of his patient’s 

agoraphobia. 

Another positive theme was meal provision.  This was either by Meals on Wheels or by 

family and friends.  Patients reported this to be very beneficial in the first week home, both 

due to their tiredness and the convenience of not having to cook or go out to the shops.  

However there was a transition period when patients and their carers felt that they should 

be more independent, and commenced tasks such as shopping and cooking, only to find 

that these tasks had become immensely tiring and created more problems than they solved. 

6.2.3 Carer aspects 

The carer being sick themselves featured amongst the themes.  There were two types of 

sickness for the carer.  One was due to ongoing medical conditions or mobility issues, and 

the other was due to influenza in the winter months.  Influenza frequently appeared to 

affect both the patient and carer, but the carer struggled on to provide the care required.  

Occasionally the patient then became the carer for the time that the carer’s health 

deteriorated past the point where they could cope.  Influenza tended to impact on both 

patients and carers for up to 4 to 6 weeks.  Most participants told the interviewer that they 

had had “a difficult month getting over the flu.” 
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Some carers had barely recovered from a medical problem before they commenced caring 

for an ill patient.  One carer had cardiac bypass surgery, then three weeks later his wife 

became very ill.  Another had a fall and injured her ankle on the night of her husband’s 

discharge, yet had to attend to all his living needs including showering and transfers because 

he had a CVA.  Another carer’s diabetes was symptomatic and very unstable yet he could 

not attend his medical appointments when his wife returned home because he did not want 

to leave her alone.  Her mobility was too poor to accompany him to the GP’s surgery and 

the GP would not do a home visit for the patient because he did not perceive that there was 

a mobility or safety issue for the carer (not considering the patient’s poor mobility). 

Another strong theme was that the carer frequently cared for others in addition to the 

patient.  One carer looked after her husband who had been assessed on discharge from 

hospital as requiring nursing home care (they did not want him placed).  She also cared for 

her ill pregnant daughter, son in law and two small grandchildren who were living with them 

while they built a house.  She contracted the ‘flu’ during her husband’s third week home 

from hospital but struggled on, because the virus then infected the other occupants of the 

house.  Another carer took her mother home to live with her, her husband, four teenage 

children and baby grandchild.  The carer reported that, apart from her mother requiring 

extra supervision to ensure that she did not fall, the arrangement worked well.  The patient 

reported life was “fun again” and living with children again “kept you young!”  The carer no 

longer had the worry of her mother living alone and she did not have to run between two 

houses to care for her (which she had done in the past). 

Many carers did not want to consider nursing homes for their patients.  They were 

committed to providing a good quality of life for their ill patient (who was often their 

spouse).  Many spouses viewed this as testing the ‘for better for worse, in sickness and in 

health’ part of their wedding vows.  The only time they claimed they would consider putting 

the patient into residential care was if their own health deteriorated permanently.  It was 

interesting to note that many carers openly acknowledged to the interviewer that they 

would not have been able to physically perform the role of caring if they had poor health. 
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Chapter Seven: Illustrative Case Studies 
 

This chapter contains a series of twenty case studies selected for the manner in which they 

illustrate key themes arising from our research.  In total, salient details of nineteen cases are 

described here, and we also comment on the case of Mr Smith, who has featured in 

instalments at the beginnings of Chapters 1 to 6.  Summaries of each case are provided in a 

box text in blue, reflecting the checklist outlined in 7.1.  In this chapter we also use 

photographs, taken throughout the study, to illustrate some of the issues presented in the 

case histories, for instance patient and carer home environments, or their physical frailty.  

The photographs are not meant to link to the text, nor are they meant to allow readers to 

identify participants or their surroundings.  All participants in the study whose photographs 

appear in this report have provided us with written consent to publish their stories and 

photographs. 

7.1 Introduction 

The project officer compiled the narrative in each case, and then summarised her reflections 

using the following check-list: 

1. Health of patient and carer over the time span of our study 

2. Initial discharge from an acute hospital 

3. Experiences with community services 

4. Strategies for independent living in the community 

5. Carer involvement 

6. Interaction with informal support networks 

7. Sources of information about community services that could meet their 

needs 

8. Rehospitalisation 
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7.2 Resilience in coping with health problems 

  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Mr I was 80 years old and lived with his wife.  He saw himself as being fit and active and 

drove, walked daily and maintained a large garden until an admission to hospital with chest 

pain.  Mr I’s chest pain was diagnosed as a first episode of angina.  He was discharged after 

being in hospital for four days with the view that no services were required. 

One week after discharge he reported that the only changes to his lifestyle were getting his 

son-in-law to assist him when moving heavy objects, and having his grandson mow his 

lawns.  Two months after discharge, he remained independent and felt he was functioning 

Mr Smith 

1. Like many of our participants, Mr Smith showed remarkable resilience in the 
face of his health problems.  Falls and tiredness were his main concerns. 

2. His discharge from hospital was uneventful. 

3. He had consulted his GP each week immediately following discharge, but after 
a while did not feel it necessary to visit his GP. 

4. Like many of our participants, Mr Smith was fiercely independent, doing his 
own chores and keeping up voluntary work for a charitable organisation.  He  
had experienced problems with his pendant alarm and was anxious that an 
ambulance may be called out again by mistake. 

5. He lived alone and did feel lonely, but had many friends.  There was no carer 
identified as such, although his sister-in-law had access to his house ‘for 
emergencies’. 

6. Interaction with the members of his church congregation was important in 
maintaining his positive outlook on life. 

7. He did not appear to have sought information about community services that 
could meet his needs. 

8. He was not rehospitalised over the duration of our study. 
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at his pre-hospital level.  Four months after discharge, the weather was cold, and Mr I 

complained that he had leg cramps and knee pain.  He decided to use a walking stick – the 

same one that belonged to his father and grandfather.  He saw his GP after X-Rays that were 

done to investigate the pain, and was diagnosed as having arthritis in both of his knees.  He 

went on holiday to Queensland to see his daughter, but the weather in Queensland did not 

improve his knee pain as much as he had hoped.  Six months after discharge from hospital, 

Mr I had experienced no further chest pain, and his leg pain had become his major concern.  

He had recommenced mowing the lawn and his mobility had improved slightly “perhaps due 

to the weather warming”.  He still used the walking stick for safety, and was only visiting his 

GP for prescription renewals - “Life rolls on”. Although his mobility had changed over the six 

months of the study, he viewed this as an “inconvenience, that’s all!”. 

 

  1. Mr I is another example of resilience in the face of health problems.  His case also 

illustrates how, when things go well (or well enough), there may not be much 

detail to report. As he said, "Life rolls on".  Mr I’s health remained relatively stable.  

The arthritis affected his mobility, but he appeared to manage well.  He was 

sensible about moving heavy objects and proactive in using the walking stick. 

2. His discharge from hospital was uneventful. 

3. Mr I did not use community services and did not appear to require any. 

4. Mr I made the decision to use the walking stick himself. 

5. There was no identified carer. 

6. No informal support networks beyond the family were identified. 

7. His GP was the main service provider, and provided information on medication 

and arthritis. 

8. He was not rehospitalised during the study.  

9. He was not rehospitalised over the duration of our study. 
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Mr N was a 65 year old diabetic man who lived with his wife and had experienced an heart 

attack three years prior to our study.  When we first contacted Mr N he was being 

discharged from hospital following a mild stroke and had some weakness of his arm.  One 

week after discharge he reported feeling restless and agitated at night, particularly while 

watching television.  He also found that the vision in his left eye was blurred and believed he 

had lost further movement in his left arm since leaving hospital.  While in hospital he had 

seen a dietician for education about his diet, after which he felt more confident about the 

foods he could eat.  Mr N visited his GP weekly following his discharge from hospital to 

monitor his blood pressure and sugar levels. 

One month after discharge he reported that he had consulted his GP and the hospital 

physician about his blurred vision, both of whom advised him that the blurriness would 

decrease over time.  He felt that over the last month his vision had somewhat improved.  

Two months after discharge from hospital, Mr N reported “food catches in my throat when I 

eat or drink.  The doctor said it is from the stroke”, which he viewed as a “nuisance”.  Mr N 

was pleased with the management of his diabetes and was still “watching what I eat”.  

Three months after discharge, Mr N felt his lifestyle had returned to a level similar to what it 

was before his admission to hospital.  He had some minor deficits in activity and function 

but felt it “could have been much worse”.  Mr N had changed to a soft diet, which he found 

avoided food “catching” in his throat.  He visited his GP once a month only for prescription 

renewal and review.  He did not perceive his wife as being in a carer role. 
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Mr P was 69 years old and lived at home with his wife.  Prior to admission to hospital he had 

hypertension and asthma, and was independent with his daily activities.  Mr P was admitted 

to hospital following an heart attack and discharged home five days later.  He was home for 

only one night when he experienced chest pain and was re-admitted to hospital.  After four 

days the doctors diagnosed that he had experienced a second heart attack.  He was very 

surprised by the second attack and “grateful that I’m still here”. 

One week after his second heart attack Mr P reported feeling exhausted - “I also yawn a 

lot”.  He expected to return to his pre-hospital level of functioning by the following week or 

“I at least hope to!”  He was independent with showering and dressing. 

Two weeks after discharge Mr P was admitted to hospital for an angiogram.  The 

Cardiologist identified three blocked coronary arteries, and admitted Mr P ten days later for 

  

1. The case of Mr N is another where, although some ability was lost, the patient 
and spouse were able to cope in a positive manner.  His lifestyle and health did 
change over the duration of the study, but he was able to continue living 
relatively successfully and addressed problems as they occurred.  The main 
issues were deteriorating vision, high blood sugar levels, and swallowing 
difficulties. 

2. His initial discharge from hospital was uneventful. 
3. Mr N received no community service input other than from his GP, whom he 

saw regularly for blood pressure and sugar monitoring and education.  Mr N 
followed a diabetic diet and valued the education he gained in hospital 
regarding this diet. 

4. Mr N was still independent with showering and dressing. 
5. Mr N did not identify his wife as being in a carer role. 
6. As before admission, his GP was the main source of information. 
7. Mr N may have benefited from a speech pathology consult to check his 

swallowing difficulties.  Further education about diet and recipes would have 
allowed him to consume a wider variety of food. 

8. He was rehospitalised during the study. 
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an angioplasty - “They cleared the three blocked arteries and put a stent in them.”  Apart 

from feeling tired he reported that there was not a great change to his level of functioning 

following the operation. 

One week following the angioplasty, Mr P was re-admitted to hospital after having a major 

nosebleed that lasted for almost six hours.  He was discharged home after one night in 

hospital.  His GP was angry and told Mr P that the hospital should have instructed him to 

cease his Warfarin and Aspirin medication prior to his surgery.  Mr P was also slightly 

anaemic because of the blood loss, and once again felt very tired - “I’m yawning a lot – if I 

shut my eyes I’d fall asleep.”  For three days after discharge, Mr P had afternoon naps.  He 

arranged to have his lawns cut privately “my grandson took too long to do it”. 

Three months after the initial admission to and discharge from hospital, Mr P remained 

“very tired” and still required an afternoon nap.  He had a bad cold and “feels awful”.  He 

felt he had “caught”  his son’s cold because he was run down and tired.  He had no further 

nosebleeds, but was told that he had “an infection up my nose” that he “got in hospital”.  

Two months later Mr P had an ECG and stress test and was told he had nothing to worry 

about - “I’m almost normal now”.  Although still tired he had stopped having afternoon 

naps.  He disclosed he was frightened to lift anything heavy in case he experienced another 

episode of chest pain.  When interviewed a month later, Mr P had not seen a doctor for 

since the previous interview.  He believed he was back to the same level of functioning he 

had six months before, prior to his initial admission to hospital - “I’m back to normal – at 

least I hope so.  It’s been a rough six months.”  Mr P believed he had not been provided with 

sufficient information.  He found the nose bleed episode distressing, and was unsure about 

which “explanation to believe”. 
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7.3 Initial discharge from the acute hospital 

Mr A was 69 years old and lived with his wife in their unit.  Both were independent, enjoyed 

socialising and led an active life.  Mr A had an history of asbestosis and hypertension.  

Before entering our study Mr and Mrs A were injured in a car accident, resulting in Mr A 

being hospitalised for five days.  Mr A’s injuries included fractured ribs, a pneumo-thorax, 

cardiac contusion and a whiplash injury to his neck, while Mrs A had three fractured ribs.  

She was not admitted to hospital and stayed with her daughter while Mr A was in hospital. 

On the day of discharge the Consultant told Mr A he could go home “providing your wife can 

look after you”.  Mrs A was not contacted to see if they could manage at home, assistance 

was not offered and information not provided about receiving help at home.  The first 

anyone knew of Mr A’s discharge was when their other daughter visited him and he was 

dressed and ‘ready’ to go home. 

Two weeks after discharge, both Mr and Mrs A reported to us that they were coping 

“terribly”.  They said that while Mr A was in hospital he had not been offered advice about 

home help.  They had problems “with the everyday stuff”, with housework being a major 

1. Mr P is an example of a patient who experienced a stormy course throughout our study.  

During the study he was admitted to hospital on five occasions.  Tiredness interfered with 

his lifestyle to a large extent.  Though independent in his daily living activities, his health 

fluctuated.  Eventually he regained his pre-hospitalisation level of function and well-being. 

2. Discharge planning did not surface as an issue. 

3. He believed that the explanations from the GP and Cardiologist about his nosebleed were 

conflicting.  He appeared to have a good rapport with his GP.  He stated that he received 

little education pre-operatively about his angioplasty, particularly regarding anticoagulant 

medication. 

4. Mr P’s wife assisted with the household chores.  He organised a lawn mowing service so he 

did not have to rely on his grandson. 

5. Mrs P did not participate in the study so it is not known if she had any identified stresses. 

6. Mr P did not have interaction with informal support networks beyond his family. 

7. His GP was the source of the majority of Mr P’s education and explanations.  This GP 

appeared to be a vigilant advocate on Mr P’s behalf. 

8. Re-hospitalisation occurred four times after the initial admission.  Mr P found the nose 

bleed episode distressing, and information about his condition confusing. 
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issue.  Because both Mr and Mrs A had fractured ribs, they could not wash their clothes or 

hang them out to dry.  They were unable to drive and public transport was not available 

near their home.  They attended physiotherapy sessions twice a week, and paying for taxis 

to get there had become an unexpected expense.  Other than attending physiotherapy they 

did not participate in any social outings.  Their children lived on the other side of the city 

and had commitments to work and family.  Because it was winter and the cold weather 

aggravated their pain, they were both sleeping sitting in lounge chairs next to the heater. 

Mrs A was frustrated and angry that the hospital had sent Mr A home “so soon” and “just 

presumed” she could care for him.  Mrs A had not visited her husband frequently while he 

was in hospital because she herself was recovering from her injuries at her daughter's 

home.  Mr A said “The doctor told me, ‘you can go home providing your wife can manage.’  

Well nobody spoke to her”.  Despite this, Mr and Mrs A remained positive and felt things 

could have been much worse.  Mrs A reported that the hospital “should approach patients 

and their families about going home prior to discharge”.  They both had private health 

insurance.  Mrs A said she would have liked her husband to go to a private hospital for 

“respite, but it wasn’t suggested”.  They used their savings to cover expenses until they 

received payment from their insurance.  No housework or washing was done in the first six 

weeks, however they were able to cook simple meals.  They had to rely on a friend’s 

generosity to do the grocery shopping. 

Note: Subsequently this case was further complicated by the delayed finding that Mr A had 

broken his neck in the car crash. 
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Mrs C was an 80 year old widow who lived with her daughter, son in law and three teenage 

grandchildren.  She was admitted to hospital following an episode of syncope and an 

“unconscious collapse” at home, where she fell into a bathtub filled with water.  Fortunately 

a family member heard her fall, averting the possibility of her drowning.  Following an 

episode in hospital where the patient in the next bed died unexpectedly, Mrs C requested to 

1. The case of Mr A illustrates the importance of checking whether the putative carer of a patient 

about to be discharged is actually able to provide necessary support.  Mr A's health deteriorated 

markedly throughout the six month study duration.  He experienced lifestyle, physical and mental 

health changes, particularly weight loss in relation to what seemed to be depression (undiagnosed 

and untreated).  His pain, initially acute, became chronic, with obvious signs of nerve damage 

affecting the function of his upper limb. 

2. No one from the hospital consulted Mrs A about whether she had the resources (within herself 

and at home) to care for her husband.  Mr and Mrs A were unable to cook meals or prepare food 

during the first week following discharge and this, in addition to their pain, meant they had a 

miserable time. 

3. Apart from the physiotherapist, their GP has been the only community service provider. 

4. They engaged a private lawn mowing service from time of discharge onwards.  A friend provided 

cooked meals in the first week post discharge.  Both carer and patient may well have benefited 

from a range of equipment for their home, such as shower chair, shower hose, toilet aid frame, 

rails, chair blocks, bed blocks and bedsticks.  They may also have benefited from a referral from 

Domiciliary Care for housework assistance and equipment, to a Home Assist council service for 

gardening and home maintenance assistance, and for Meals on Wheels.  They incurred 

considerable extra costs – lawn cutting, transport, analgesia, and other medication - which they 

had difficulties having refunded. 

5. Mrs A had ceased driving as her confidence was poor following the accident.  She was upset about 

her husband’s depression, lack of motivation and drastic weight loss.  In addition to this she had 

her own pain and restrictions from fractured ribs, and the limitation of being housebound.  

6. There has been no interaction with informal support networks. 

7. A pamphlet in their mailbox helped Mr and Mrs A decide on a lawn mowing service. 

8. Mr A has not been rehospitalised during the study, although we felt that this was more to do with 

the strength of the patient / carer unit initially, than a lack of need for further professional care. 
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be discharged early.  Tiredness and depression about the other patient’s death affected her 

severely during her first week home. 

 

 

 

 

Mr D was 80 years old and lived with his wife, who was his carer, in their own home.  He 

had an history of atrial fibrillation and ventricular tachycardia, and had a pacemaker to 

control these arrhythmias.  He was vague and forgetful at times due to early dementia. 

Mr D was admitted to hospital with haemoptysis and congestive cardiac failure.  He was 

discharged with a ventolin puffer, which his wife claimed neither she, nor her husband, 

were instructed how to use.  She was unhappy about this, and also because she did not 

discover the inhaler until unpacking her husband’s bag after he arrived home.  They spoke 

to their pharmacist about their concerns, and purchased a spacer.  They were more 

confident using the spacer, and felt they obtained a lot of information from the pharmacist. 

Mrs D stated that “for some time now we have been preparing the house for when we get 

older”.  They had put rails in the bathroom and altered the steps by the front door at their 

own cost, hiring private tradesmen. 

Two weeks after discharge Mr D had returned to his initial level of functioning, however he 

was having an afternoon nap every day.  Since his episode in hospital Mrs D had not 

permitted him to drive – “He is too forgetful”.  The exception to this was on Sundays when 

she allowed him to drive to church - “That way he still has some independence”. 

Four months after discharge Mrs D reported that her husband remained mobile, but his 

memory was deteriorating – “He cannot remember words”.  He visited the GP only for 

prescription renewal.  About this time Mr and Mrs D went on a holiday to the beach and 

stayed at a friend’s beach house for the first time.  Mr D found it difficult to manage without 

his home equipment and had trouble entering and leaving the beach house because it had 

steps. 

Five months after discharge, Mr D complained of body aches and pain that interfered “quite 

a bit” with his daily activities and caused him to feel depressed.  Mrs D identified his 

memory deterioration as the biggest issue since discharge.  They received no input from 

services but their son assisted with maintaining the garden.  Mrs D felt that as long as she 

Mrs C became upset when the patient in the hospital bed next to her died unexpectedly, 

and this appeared to impact on her recovery.  Her daughter was a nurse and confident 

she could attend to her mother’s needs. 
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was healthy they could manage.  She tried to prepare for the future as much as possible, 

“but things can change too quickly sometimes”. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Mrs E was 71 years old and had an history of rheumatoid arthritis and diabetes.  She lived at 

home with her husband who was her carer.  Mrs E had become increasingly unwell in the 

time leading up to the study, with an one month history of being unsteady, weak and unsafe 

  

1. Mr D's cognitive impairment progressively worsened during the study. 

2. The case of Mr D illustrates how patients and carers often claim not to have been given 

important information before discharge from hospital.  Whether or not this claim is factually 

correct, it is obvious that any advice has not been given in a manner that has ensured its 

retention. 

3. Their local pharmacist advised Mrs D to purchase a spacer after her husband’s discharge and 

showed them how to use it. 

4. Mrs D, as the carer, had accommodated most of their daily living needs, via home equipment 

and modifications, some time ago in preparation for old age. 

5. Mr and Mrs D had pre-planned a beach holiday, but found the holiday house awkward as it 

was not well set up (steps etc).  Mr D’s forgetfulness led to Mrs D becoming occasionally 

frustrated.  Their son assisted with the garden, while Mrs D managed other household chores. 

6. No interaction with an informal support network was identified.  They may have benefited 

from contact with a Dementia Support Group. 

7. No sources of information were identified apart from the pharmacist. 

8. He has not been to hospital since the initial admission. 
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while mobilising.  She had a fall which prompted her to see her GP.  He sent her to hospital 

where she was admitted and, following a muscle biopsy, diagnosed with polymyositis. 

When contacted two weeks after discharge, Mrs E was taking new medications.  Despite 

weakness in her knees she did not have pain, but she did report having difficulty sleeping.  

The hospital occupational therapist organised a shower chair and a hand held shower for 

Mrs E.  Mr E continued doing all of the chores as he had done prior to her hospital 

admission.  One month after discharge Mrs E no longer required a walking frame.  She felt 

“incredibly fine” and assumed it was due to her medication, with which she was compliant.  

She was eating well and had begun sharing the household chores with her husband again so 

they could “work as a team”.  They had incurred additional expenses, such as petrol, 

medication and the cost of a new glucometer, since leaving hospital.  Three months after 

discharge, Mr E stated he was very pleased with his wife’s progress: so pleased that they 

had returned all of the equipment.  They viewed this as a positive step and reported that 

Mrs E was leaving the house and socialising much more.  Her lifestyle three months after 

discharge, compared to before she was admitted to hospital, was “much improved”.  Mrs E 

believed she had progressed well and felt more confident because the cause of her 

weakness and falls had been identified. 

 

 

 

 

 

 

 

 

 

1. The case of Mrs E illustrates how obtaining a definitive diagnosis can enhance a patient's 

confidence, as can a well planned discharge.  Mrs E’s lifestyle had improved considerably by 

one month post discharge (compared to prior to admission to hospital) and she was 

socialising more frequently.  She had knee weakness and trouble sleeping for two weeks post 

discharge.  Mr and Mrs E had returned all equipment to the hospital three months post 

discharge. 

2. Mrs E’s discharge from hospital appeared to have been well planned. 

3. The hospital occupational therapist (OT) organised a shower chair, walker and shower hose 

on discharge.  Mrs E was very satisfied with help provided by their GP. 

4. Mr E attended to the household chores for the first month while his wife’s health improved. 

5. Mr E did not obtain outside assistance to help with the household chores. 

6. No interaction with informal support networks was identified. 

7. The hospital OT had been their source of information about equipment available in the 

community. 

8. Mrs E was not rehospitalised during the study.  
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Mr Z was 85 years old and lived with his wife, who was 82 years old.  They lived in their own 

home and had a daughter and three sons who lived interstate with their families.  Mr and 

Mrs Z were independent, and Mr Z enjoyed gardening and driving his utility van (Mrs Z did 

not drive).  They did their own household chores - she “manages inside and he looks after 

the outside”.  They had lived in their home for 50 years, and family occasionally visited – 

“We have a good life - as long as we have one another”.  Mr Z was told he had prostate 

cancer 12 months prior to commencing involvement in this study, and was seeing a 

specialist for this, but had not received active treatment. 

Mrs Z visited her daughter interstate for one week to help her cope with a crisis.  Mr Z 

decided to stay home, because he had “too many things to do”.  One morning Mr Z felt very 

unwell and contacted his GP who told him to go to hospital.  After an examination Mr Z was 

told he had experienced a “slight stroke” and was admitted to hospital for the week that 

Mrs Z was away.  Gradually, after daily physiotherapy, he commenced mobilising on a frame 

but still required standby assistance with walking and nursing assistance for showers. 

Mrs Z flew home from helping her daughter and arrived at 5pm on the day she was told Mr 

Z would be discharged form hospital.  She rushed home, put her suitcase inside, and called a 

taxi to go to hospital to collect him.  She had not returned home earlier because she was 

unable to get a discounted flight home, and her family had reassured her that the hospital 

was looking after her husband. 

Together in a taxi they arrived home at 6.30pm.  The hospital had organised for a walking 

frame to be delivered to their house that afternoon.  Mrs Z got the frame for her husband 

and opened the gate, while the taxi driver (who had been paid) drove away.  Mr and Mrs Z 

walked up the path to the front door.  The frame was too small for Mr Z, who was a tall 
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man.  Unable to balance properly, Mr Z fell onto Mrs Z as he climbed the front steps.  Mr Z 

hit his head and hurt his ribs, while Mrs Z was pinned underneath him and sprained her 

'bad' ankle.  They could not stand up.  Fortunately a neighbour heard them calling out and 

assisted them to get inside the house. 

Mrs Z was angry that her husband had been supplied with the wrong walking frame and 

discharged so late in the day.  She was tired, there was no milk or bread in the house and 

she had not eaten dinner.  Mrs Z rang the hospital the next morning for another frame, 

which she was told she would have to collect from the hospital.  She explained she could not 

leave her husband alone so the hospital sent the frame in a taxi.  When it was delivered, she 

was told she had to pay the taxi fare – “It was then I realised I'm the only one to totally care 

for my husband - he's not their ‘problem’ now”. 

Mr Z could no longer drive and this upset him greatly, but he told Mrs Z “we'll see - I'll get 

better”.  Mrs Z was informed by the hospital that she did not qualify for Meals on Wheels 

because she was able “to boil a kettle”.  They had also been told they were on a nine-month 

waiting list for Domiciliary Care – “No good to us then - we need it now”. 

Mr Z had been home for two weeks, and having afternoon naps everyday.  Mrs Z was 

assisting him to shower and dress, and setting him up to eat.  She was scared he would fall 

again, and so was always nearby. 

One evening Mr Z had a ‘seizure’.  Mrs Z called an ambulance and her husband was 

admitted to hospital for three days.  She was told the seizure was not related to the fall, 

however Mr Z had experienced severe headaches since he hit his head the night he came 

home from hospital.  This time when he was discharged their son and daughter in law 

stayed the weekend to help settle him in at home.  Mrs Z felt more relaxed knowing they 

were there. 

During Mr Z’s afternoon naps his wife was able to catch a taxi and do the shopping.  Since 

the fall she had worn an ankle splint and they purchased an alarm pendant for Mr Z. 

Seven weeks after the second discharge from hospital Mr Z was seeing his GP weekly for 

Warfarin monitoring and other blood tests.  He tired easily and his speech deteriorated 

throughout the day.  He missed driving terribly and complained that he felt house-bound.  

At this point he was still unable to tend to the garden and had started to pay someone to 

maintain it.  He felt depressed because he could not “just get in the car and go off 

somewhere, anywhere”.  The week before he reversed the utility up and down the 
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driveway.  Because of the steps and his unsteady balance he no longer went out the back 

door.  Mrs Z could run errands, leaving Mr Z alone for periods of time. 

While Mr Z was in hospital his GP had told him he was a diabetic, and he had commenced a 

restricted diet.  He missed the foods he could no longer eat, especially his cup of tea with 

sugar and a chocolate biscuit.  Despite feeling depressed “I have to get on with it. I'm 85, no 

longer 24. I could have been worse off”.  

It was four months after his initial hospitalisation that Mr Z exchanged his walker.  Mrs Z 

talked to the chemist and purchased an EzyWalker with a seat and basket, so they returned 

the walker they had hired to the hospital.  They disliked the hospital walker because it was 

large and therefore had chipped the paint off the skirting boards and scratched the 

furniture. 

Mr Z became increasingly frustrated and continued to feel depressed about the loss of his 

driving ability.  He wanted another opinion about his driving.  Transport was expensive, they 

were paying for taxis or DPI cars – “A loaf of bread can prove expensive if not planned 

ahead”.  Mrs Z had started to pay for someone privately to clean their house once a 

fortnight.  

About this time Mrs Z rang the hospital physiotherapist to gain information about available 

therapies and found an exercise class for Mr Z to attend.  Mrs Z believed that if he had 

started physiotherapy earlier he “could have kept his muscles supple”.  Mrs Z felt that the 

level of support for her as a carer was non-existent – “I feel powerless - the government 

don't care.  Our lives at 80 have more or less finished.  What about others who are younger 

and still have years ahead?” 

Another month later depression continued to be a problem for Mr Z, while Mrs Z felt tired 

and drained.  Their children phoned regularly – “We don't bother our children - it's our 

problem”.  Mr Z's GP had helped him obtain a restricted license for six months and he had 

recommenced driving short distances once or twice a week.  Mrs Z always went with him 

and watched the traffic – “I've been driving for 70 years.  Take that away and I may as well 

die!”  Mrs Z felt “'He may be settled now he knows he can drive”. 

Mr Z had also developed hip pain for which the specialist told him he could require an hip 

replacement in the future.  Mr Z found it easier to use a walking stick throughout the day 

and returned to using the frame in the evening when he was tired.  They only went to one 

exercise class – “It was a keep fit class! No good for a stroke victim”. 
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Six months after his initial hospitalisation, Mr Z remained depressed - “This serves me right 

for coming out here.  I could have still been in beautiful Britain”.  Mrs Z had written to state 

and federal parliaments with her complaints “about the system”.  Their garden had 

deteriorated as “only the lawns get cut regularly now.  The weeds are excessive”.  Mr Z still 

missed his favourite foods “A cup of tea with skim milk and saccharin isn't the same”.  

Mr Z continued to suffer from headaches but they were not as severe as before – “We've 

been told his brain had a small leak from the stroke and it should gradually clear up”.  The 

choices of analgesia were limited due to his allergies and drug interactions. 

Mrs Z felt they had developed a good routine.  About this time (six months following 

hospitalisation) she received a phone call from Domiciliary Care offering hypnotherapy for 

Mr Z in a group setting – “Someone must have done something.  It's come out of nowhere”. 

The week before the interviewer’s six month visit Mr Z had two falls, his “Legs go numb and 

dead”.  Fortunately he was unhurt.  Mrs Z sounded very tired and was worried about what 

would happen to her husband if her own health changed. 

Two weeks after the interview Mr Z's hip pain increased to the point that he became 

immobile.  The GP initially advised him to take pain-killers but two days later, after a home 

visit, admitted him to hospital.  He was told he had severe osteo-arthritis in his hip and 

could remain in hospital unless they “really need the bed”.  Four days after admission he 

was discharged and the hospital arranged for a IMVS nurse to visit him at home and take 

blood to check his INR.  The next day Mrs Z phoned the GP to check the results of the blood 

test, however the GP did not know Mr Z had been discharged.  Mrs Z was very angry and 

confused - “I don't want any help now - I feel let down.  I feel like we are God's forgotten 

people”.  
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1. Shortcomings in discharge planning can have immediate and tangible consequences, as is 

illustrated by the case of Mr Z.  Following discharge Mr Z grieved over the loss of his 

independent mobility.  His physical condition deteriorated noticeably over the six months of 

follow-up.  His wife's stress level rose and she questioned the amount of support available for 

her as a carer.  Both experienced a diminished quality of life due to their physical problems 

and subsequent anxiety. 

2. The preparations made for his return home were inadequate.  The wrong size of walking 

frame was provided, and he was discharged to the care of his exhausted spouse.  No one 

checked that basic essentials, such as food, were available for Mr and Mrs Z on their return 

home. 

3. They organised private gardening services.  After six months Domiciliary Care services became 

available. 

4. Mrs Z in particular was fiercely independent.  They seemed to have given little thought to 

leaving their home. 

5. Mrs Z was willing to bear the burdens of being a carer, but worried about what would happen 

to her husband should her own health deteriorate. 

6. Their children were supportive, but lived elsewhere.  There was no interaction with other 

informal support networks. 

7. Mrs Z was tenacious in seeking out necessary information by her own initiative. 

8. The hospital staff apparently did not believe that Mr. Z's readmission for a seizure was related 

to his fall on arriving home following his initial hospitalisation, however his wife was not 

convinced.  His second readmission during our study was for hip pain, and unrelated to his 

index admission. 
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7.4 Patient-carer relationship 

Mrs R was 78 and lived with Mr R who was 81.  They lived in their own house and did not 

receive input from outside services.  Both looked much younger than their years and 

described themselves as “very independent and healthy”.  They shared the chores, Mr R 

cleaned the bathroom “because he bends easier!” and they both drove.  Mrs R had 

experienced several episodes of deep vein thrombosis (blood clots) in her legs in the four 

years before the interviews, and was diagnosed with angina earlier in the year of the 

interviews. 

Mrs R entered our study when she was admitted to hospital for five days with chest pain.  

She reported that “it doesn’t feel like angina pain”, and also complained of nausea and 

lethargy.  She was not discharged until 6 pm on a Friday night because she had to wait for 

the results of a blood test she had at 4.30 pm.  She chose to return home after dinner so her 

husband could eat dinner with their daughter prior to collecting her.  She had been 

diagnosed with a “dilated gallbladder, not angina” and was planning to have a scan the next 

week “to see if the stone has moved on”. 

Two weeks after discharge, Mrs R felt much better.  The scan had showed that there were 

no gallstones present and her tiredness was gradually disappearing.  She stayed home due 

to the cold weather - “I was told not to go into the cold air as it triggers an angina attack”.  

She had not resumed her chores, with Mr R managing them. 

Two months after discharge, Mrs R stated “I’m going marvellous”.  She did not suffer from 

pain and a further specialist follow-up was not required.  She had resumed her chores and 

commenced babysitting her grandson every Monday.  When the interviewer rang and she 

answered the phone, she was breathless - “I’ve just been outside pushing him on the swing”.  

She had seen her GP once since discharge - “He is very satisfied with me.” 

Five months after discharge, Mrs R reported that she had recently been very ill - “I’ve got a 

severe infection in my bladder.”  She had been nauseated, weak and in pain for ten days - 

“GP says it’s to do with my liver, but I’ve also got a urinary tract infection.”  Her GP had done 

two home visits in the last ten days.  She saw this episode as a “set back only!”  Mr R had 

once again resumed doing all of the chores and Mrs R had not babysat her grandson for 

three weeks - “They don’t expect me to care for him when I’m sick.”  Nausea was her 

“Biggest problem”. 
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When contacted again one month later, Mrs R reported that she had been admitted to 

hospital for investigations of her gallbladder.  The doctor “put a tube down and took away 

the gravel and sludge.  He made a bigger hole too!”  Her daughter had visited Mrs R and 

taken her to the GP, who told her that if she had another gallbladder episode she would 

need to have it removed.  She had been home for one week when we spoke, and would 

have liked to remain in hospital longer “but they need the beds”.  She laughed - “if my 

husband had poor health we’d be in a real pickle!”  A further two months later Mrs R felt 

much better and was hopeful that the problem with her gallbladder was now “fixed”.  Her 

comment about the last eight months – “It’s been rough.  I guess part of it is due to sickness 

and part due to old age!”  Mr R fortunately remained in good health and was able to 

manage the additional workload of caring for his wife and housework during the time of his 

wife’s illness. 

1. Mrs R’s health fluctuated over eight months.  Nausea and tiredness were major issues 
affecting her lifestyle. 

2. On the day of discharge, her leaving was delayed while she waited for the results of a 
blood test. 

3. No community services were involved other than the GP and specialist. 

4. Mr R fortunately remained in good health and was able to take on the additional 
workload while his wife was ill. 

5. This case is an illustration of teamwork, where one partner helped the other to cope 
with disability.  Mr R reported being concerned for Mrs R’s health, but added that he did 
not feel burdened. 

6. There was no interaction with informal support networks outside the family. 

7. They seem not to have accessed information about community services. 

8. Mrs R was re-hospitalised six months after the initial hospitalisation for an 
exacerbation of the same illness. 
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Mrs S was 75 years old and lived with her husband in 

a Housing Trust unit.  She enjoyed gardening.  Mr S 

cut the lawn and they both shared the housework.  

Five years prior to the study they “minimised” in 

preparation for their old age - “High backed lounge 

chairs, higher kitchen chairs with arms and sold the 

excess furniture.”  They did the grocery shopping 

together once a week.  Only Mr S drove, however his 

vision was deteriorating rapidly due to diabetes.  They 

planned to utilise taxis when he could no longer drive.  

They entered our study when Mrs S was hospitalised 

following a heart attack. 

After three days in hospital she was discharged home.  

In the first week home she complained of feeling 

“extremely tired”.  Previously she had risen early in 

the morning and had a nap late morning and in the 

afternoon.  One month after discharge, she described 

her functioning as a “wee bit wobbly but managing”.  

Her tiredness had gradually decreased since her GP 

altered her medication.  Mrs S was independent with 

showering and dressing, however she wanted to get 

some rails in the bathroom in case she fell.  She was 

unsure of the process for accessing these rails 

through the Housing Trust.  She had not done any 

gardening since discharge and Mr S was unable to do 

it because he had back problems. 

 

 

 

Three months after discharge, Mr S remained the carer for Mrs S.  He believed his wife was 

making progress “but slowly”.  He attended to all of the chores - “Things are different now – 

she is not able to do anything where she has to exert energy.”  The garden had remained 

unattended, Mrs S said “It breaks my heart – there are so many weeds”.  They had used a 

lawn-mowing service twice to cut the lawns.  Mrs S complained of feeling constantly worn 

out, tired and unhappy.  She had been out grocery shopping twice, but found it “too tiring”, 
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so Mr S had started to do the shopping on his own. Mrs S had contacted the Housing Trust 

to inquire about bathroom rails and was yet to receive a return call.  Mrs S still had an 

afternoon nap every day.  The cold weather was affecting her mobility due to arthritis pain. 

The last time before the three month interview that Mrs S had gone shopping she had 

experienced severe chest pain at which time she went home and lay down. -“It eventually 

went.”  She had not seen her GP about that episode - “It wasn’t a bad pain – but it felt like 

six men were sitting on my chest”.  Mrs S “loves” her cardiac specialist - “She gives me 

confidence and explains everything”.  She felt depressed often.  There had been three family 

deaths since her heart attack - “If we were animals taking money from the government, 

they’d give us a needle and put us out of our misery!” 

Four months after discharge, they had still not heard from the Housing Trust about the rails.  

Mrs S remained frightened of falling in the shower and so had purchased an outdoor garden 

chair to use in the shower - “Domiciliary Care is too expensive”.  Mrs S remained depressed 

“I get up every morning and think – oh well, I’m still alive”.  Mr S was driving less - “He’s 

losing his confidence”.  He disclosed that it made him sad to see his wife so depressed. 

Six months after discharge the interviewer visited Mr and Mrs S at home.  They prepared an 

afternoon tea, and appeared to care greatly for each other.  The week before the interview, 

Mrs S spent two nights in hospital and had an angiogram, while Mr S stayed in the city at a 

motel.  Mrs S did not want him to drive in the heavy traffic and felt it was more practical for 

him to stay near the hospital, however the accommodation cost them $265.  They were still 

happy with their cardiologist - “She explains everything.  She even rings us at home so we 

don’t worry while we wait for the results!”  Mrs S’s mobility remained affected by her 

arthritis, but she claimed not to require any walking aids “yet”.  She had lost a lot of weight 

since her heart attack - “Clothes float on me”.  Mr S was getting the lawns cut privately 

every three weeks.  He did some weeding a few weeks prior to the interview - “I ached for 

two days!” 

Eight months after discharge Mrs S had a fall having tripped on the outside paving.  

Fortunately she was not hurt but “was shaken up”.  Mr S was using a walking stick, as his 

back pain affected his legs and mobility.  Both Mr and Mrs S felt their health had 

deteriorated in the eight months of the study.  Mrs S stated “I’d put myself into a home if 

something happens to him”.  Both reported feeling unhappy and socially isolated most of 
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the time.  They commented that they did not need any outside help as long as they had 

each other. 

1. Both deteriorated physically and emotionally during the time of the study.  Pain, 
mobility, isolation, and lack of enjoyment of life affected Mrs S.  Mr S’s health also 
changed. 

2. Her discharge from hospital was uneventful apart from spending the first week 
feeling extremely tired. 

3. Mrs S contacted the Housing Trust for bathroom rails but, by the end of the study, 
Housing Trust had not returned her call.  Ms S saw her GP monthly for review and 
prescription renewal.  She had great faith in her cardiologist. 

4. Mrs S reported “minimising” five years prior to this study in preparation for ageing.  
“Less furniture makes less housework”. 

5. Mr S did not identify that he had an increased workload, although he was clearly 
doing much more around the house.  He felt sad watching his wife become depressed.  
Eventually his back pain and poor eyesight affected his driving and own mobility. 

6. Both would have benefited from increased social interaction.  They functioned well as 
a couple, but did not appear to have any social networks. 

7. Information was obtained primarily from the cardiologist. 

8. Mrs S had angiogram as an elective admission 

 

 

Mrs W was a 77 year old widow who lived in her own home.  She had a male boarder, 

Oliver, who was 65 years old.  He moved in 18 years before the study and, though he was 

considered a family friend, he was still recognised as the “boarder”. 

Mrs W was diabetic.  She was on a waiting list for a knee replacement and unable to 

mobilise without a rollator frame.  She was already a client of Domiciliary Care prior to her 

involvement in the study, but only received house-cleaning assistance.  She had been 

waiting for three months for the Council to install a ramp outside the back door of her 
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house.  She was unable to use the front door entrance due to the many steps.  Her 

daughters lived a long distance away and therefore she preferred not to bother them with 

requests.  Oliver assisted with some household chores, including maintaining her large rocky 

back garden for her. 

Two months before commencing her involvement in this study she stopped going to her 

weekly bingo meeting and ceased driving due to her increasingly poor mobility.  She also 

ceased her weekly voluntary work in a clothing shop.  She missed these activities 

enormously as she “thrives” on socialising.  She believed she would return to the activities 

once she had the knee replacement and her mobility improved. 

Mrs W appeared knowledgeable about the services available and had good insight into 

functioning safely.  She gathered information from friends, junk mail, the hospital, her local 

council and Domiciliary Care, “and then makes informed decisions”. 

Mrs W entered our study when she was admitted to hospital due to consistently high blood 

sugar levels.  She commenced taking insulin twice a day and received education in hospital 

about how to give herself insulin injections.  Five days later she was discharged home.  Prior 

to going home, Mrs W requested the nursing staff contact Domiciliary Care for her to obtain 

a shower chair and toilet aid frame.  These were delivered after she was discharged by 

Domiciliary Care. 

Two months after discharge, Oliver expressed his dissatisfaction with the hospital to the 

interviewer.  He stated that they provided poor explanations regarding the tasks Mrs W 

would require help with - “I am only the Boarder – I can’t do the personal things”.  He felt it 

was inappropriate for him to assist Mrs W with showering or dressing.  Due to his own ill 

health Oliver was not confident about caring for Mrs W in the first few weeks after 

discharge.  He felt that she was managing “okay” with her insulin self-administration, but 

“she is a very independent lady and does not have much patience with herself.”  Mrs W 

reported that the ramp had finally been installed by the council the week before.  It cost 

$217 which she was paying in instalments - “I’ve got to have it.  It’s a private house – you 

have to pay for everything you get”.  Since discharge from hospital she had not cooked “with 

hot fat” because she was concerned about safety. 

Three months after discharge Mrs W and Oliver were not speaking, having had a 

disagreement two weeks prior to the interview.  Mrs W was using taxis for transport 

because she did not want to ask Oliver to drive her anywhere.  She was booked into hospital 
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for her knee replacement the following week, having waited eight months for the surgery.  

Her GP had discussed with her who would care for her post operatively.  She no longer 

wished to involve the “Boarder, Oliver”. 

Mrs W managed showering, dressing and some house chores well “but slowly”.  Her biggest 

difficulty was making the bed because she “cannot bend”.  Since her argument with Oliver 

she had Woolworths deliver groceries - “I ring, tell them what I want and it costs me $3 (for 

them) to deliver it.”  She did not plan to drive anymore “My licence has been confiscated” 

(Her vision had deteriorated due to cataracts).  For the previous year her GP had been doing 

home visits “because I can’t get up the steps to his surgery.  There is no ramp!” 

When Mrs W was interviewed five months after discharge from her initial admission to 

hospital, it had been three weeks since she had undergone knee replacement surgery - “It’s 

awkward but I manage.  I cook my own meals, do dishes etc.  I’m on my own most of the 

time now”.  Her daughter stayed with her for three days when she came out of hospital - “I 

didn’t need her, but it was nice to be pampered!”  The hospital physiotherapist had been 

visiting her at home once a week for the three weeks since discharge and she could use the 

walking stick for short distances.  She had decided that she would “not get the other knee 

done now.  The whole thing was far worse than I expected”. 

Things remained tense with “the Boarder”.  He had gone away for two weeks and informed 

her he would be moving out when he returned.  This would be the first time she had lived 

alone for 18 years, however she was not concerned.  She had organised a private gardener.  

Her car remained in the driveway and had not been driven for 7 months.  She planned to 

sell it eventually. 

Seven months after discharge, Mrs W was living alone.  She enjoyed it, but got bored at 

night “So I go to bed early.”  She and Oliver appeared to have reconciled.  He visited her 

often and had recommenced assisting with the gardening.  Mrs W only used her frame 

outside as the backyard was “rocky and uneven”, while inside she used her walking stick.  

Two weeks before the interview she fell in the back garden.  She was “reversing with the 

frame and tripped up”.  She lay there for “a couple of hours” trying to roll over to get up.  

Laughing as she recalled the story, she said that she kept calling out to her neighbour who 

was using a chain saw outside - “Every time he’d turn it off, I’d yell out.  It was only when the 

bugger took off the ear muffs when he finished, that he heard me!”  She was uninjured.  Mrs 
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W enjoyed her life and was happy with the improvement in her mobility.  She did not, 

however, plan to have the operation on the other knee. 

1. Mrs W’s health changed considerably over the duration of our study.  The issues 
included her loss of licence, poor mobility and commencement taking insulin. 

2. This case is a reminder that people who live in the same dwelling are not necessarily 
in a domestic relationship, nor can they be regarded as potential carers. 

3. Mrs W was very proactive and resourceful.  She felt her needs were met by 
Domiciliary Care.  She appeared to accept each change well by planning how she could 
manage successfully. 

4. Mrs W utilised taxis, council services, home delivery of groceries, a private gardener, 
and GP home visits to enable her to be independent and successful. 

5. Mrs W and Oliver both appeared to have recognised their boarder / landlady 
relationship boundaries.  (Their conflict was not about carer burdens.) 

6. See item 4. 

7. She obtained information from junk mail, Domiciliary Care, her local council, 
neighbours, the hospital and friends. 

8. She was rehospitalised once, for elective knee surgery, during the study 

 

7.5 Experiences with community services 

Mr J was a 78 year old diabetic man who cared for his wife in their own home.  Mrs J had 

impaired mobility due to severe arthritis and Mr J assisted her with showering and dressing.  

Mrs J received house cleaning support through a coordinated care service for one hour once 

a fortnight. 

Prior to participating in the study Mr J was admitted to a metropolitan hospital and 

diagnosed with left ventricular failure.  He was readmitted with chest pain one day after 

discharge and subsequently diagnosed with a heart attack.  Their daughters assisted Mrs J at 

home during Mr J’s hospitalisation.  Two weeks after discharge, Mr J reported that he still 

felt very tired, and described “leg tingling”.  He had not experienced any falls “yet”, but 

complained of balance issues and commented “my legs won’t go where I want them to go!”  

After Mr J’s discharge from hospital, his sons assisted him by working in the garden.  Mr and 

Mrs J’s daughters were doing the shopping, some housework and assisting Mrs J in the 

shower.  Mr J recommenced driving which he commented made life much easier.  He also 

resumed caring for his wife and showering her. 
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Two months after discharge, Mr J 

reported that he still experienced leg 

tingling and poor co-ordination.  He 

found that he tired easily and had little 

energy.  He wanted an electric platform 

installed at the back door for Mrs J but 

did not know whom to contact.  They did 

not contact the coordinated care service 

for resource information, and did not 

appear to have considered using them as 

an information source. Three months 

after discharge Mr J contacted 

Domiciliary Care for information.  He was 

informed he would have to contribute 

$400 to $500 toward the cost of a 

platform if Mrs J became a Domiciliary 

Care client - “We don’t have that kind of 

money”.  He was pleased with the good 

report he received from his cardiologist.  

His insulin dosage had decreased and Mr 

J saw this as very positive. 

Four months after discharge, Mr J fell off of a chair in the kitchen while cleaning the top of 

the cupboard and fractured two ribs.  His wife called an ambulance which took him to the 

local hospital.  Mrs J was very distressed by the fall.  He was not admitted to the hospital “as 

there are no beds”.  Twenty-four hours later he found it difficult to breathe.  Mrs J was again 

very upset and called the GP who visited the couple at home.  An ambulance was called, and 

Mr J was admitted to hospital and discharged home ten days later.  No consideration or 

planning for Mrs J’s care occurred despite Mr J being identified as her carer.  The family 

remained very supportive by again caring for Mrs J whilst Mr J was in hospital.  They still did 

not have the electric platform for Mrs J and contacted a private service to install it.  This 
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time the service quoted between $600 and $700.  Seven weeks after Mr J’s fall the 

interviewer phoned Mr and Mrs J.  Mr J was distressed and tearful and handed the phone to 

Mrs J.  Mrs J described a marked deterioration in her husband’s health in the seven weeks 

following the fall.  She became very upset and sobbed, saying they were no longer able to 

cope.  They were arguing constantly.  Mrs J felt that her husband’s memory had 

deteriorated significantly and he was displaying behaviour of which he was unaware.  Mr J 

had been to the shop that morning to buy some food for lunch, had forgotten why he went, 

and came home without the food.  Mrs J had discussed her concerns with her GP, but felt 

that he was not helpful.  He prescribed anti-depressants for her, which she took for one 

week and then stopped because she was “frightened of getting hooked on them”.  Neither 

Mrs J nor their children had spoken about their concerns for Mr J until now - “It’s so silly 

because we are a close family”.  It was noteworthy that two of Mr and Mrs J’s relatives had 

recently developed dementia and required nursing home placement this year.  Mrs J 

expressed concerns about this - “I don’t want to put him in a home, but I can’t live like this 

anymore”.  She suspected that Mr J feared she may place him in a nursing home, causing 

him to cover up his behaviour. 

Four weeks later Mr J and his daughter attended an information session where study 

participants received and discussed results of the research.  Mr J became very teary and 

distressed when he saw the interviewer.  He spoke of being depressed and felt they were at 

crisis point, as he could no longer care adequately for Mrs J on his own.  They had both 

recently nearly fallen recently when he tried to help her descend some steps.  His daughter 

disclosed how powerless she felt.  Her sister had visited the GP with her mother, but felt the 

GP was unsure how to help.  The interviewer phoned GP HomeLink with an urgent referral 

do an assessment for service input for Mr and Mrs J the next day.  The service did this, and 

feedback to the interviewer two days later indicated there had been a referral to Domiciliary 

Care for shower assistance and equipment for Mrs J.  GP HomeLink agreed there was a 

“huge” range of issues for both Mr and Mrs J. 

Mr J’s deteriorating health, balance issues, memory loss and depression contributed to their 

difficulty coping, with Mr J no longer able to care for Mrs J.  Mrs J had very limited physical 

function and felt frustrated that she was not able to care for herself – “I’m useless”.  She 

was also very depressed and teary.  They felt that they “should’” move out of their home 

into supported accommodation, but their “finances are inadequate”.  
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Two months later, the interviewer bumped into both Mr and Mrs J in the street.  Both were 

mobilising well on walking frames with wheels, a carry basket and a seat.  Mrs J had just 

attended an appointment as she had recently been hospitalised following a gastrointestinal 

bleed.  Mr J had been able to cope well alone at home.  Both were very pleased to see the 

interviewer and tearfully thanked her for “putting us onto the right people”. 

They reported that life had “greatly improved”.  Both had become clients of Domiciliary Care 

and Mr J was using a walking frame.  This assisted him greatly with balance and safety, and 

he reported no more falls, particularly when outdoors.  With gentle guidance he had 

relinquished his licence and sold his car (he had used his car very rarely since the initial 

admission eight months ago and had lost confidence driving due to his memory loss).  Mrs J 

was receiving showering assistance three times a week through Domiciliary Care.  They also 

received assistance with housework and washing.  The Council had cleaned up the 

overgrown back yard for a small cost.  Mr J was happy with this outcome as now the yard 

only required minor maintenance.  Mr J appeared brighter, reporting he ‘doesn’t cry as 

much these days’.  Both planned to remain in their home and avoid relocating in the near 

future. 

1. Mr J’s mental and physical health deteriorated significantly during the six month 
study.  He also had the stress and pressure of changing from the role of carer to being the 
patient.  Mr J gradually found his activities of daily living more difficult.  He became very 
stressed and concerned about how he and his wife were going to cope in the future.  The 
dynamics in Mr and Mrs J’s relationship changed greatly.  They argued more and were 
not able to share their concerns. 

2. When Mr J was readmitted to hospital after his fall no planning for Mrs J’s care took 
place, despite her husband being identified as her carer. 

3. Mrs J was a client of Care 21 for housework only.  She stated that when she and her 
husband began having problems she did not consider they would be an appropriate 
resource for help.  The GP did not appear to meet the needs of Mr and Mrs J, particularly 
with regards to Mrs J’s depression, Mr J’s increased memory loss and poor mobility, and 
referring them onto a service provider who could assist them. 

4. Mr J initially used Domiciliary Care as a resource and information service.  They both 
also visited the same GP and with whom they felt they had a good relationship.  The GP 
accommodated their needs by doing occasional home visits. 

5. The patient shifted away from the carer role as his own health progressively 
deteriorated.  Mrs J was unable to cope with this decrease in support and became very 
depressed, although their adult children assisted as much as possible. 

6. Their children assisted when Mr J was discharged from hospital. 
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7. The case of Mr and Mrs J illustrates some of the barriers to obtaining information 
about community services.  Referral to Supportline, GP Homelink and / or Meals on 
Wheels may have helped them avert a crisis. 

Mrs O was 73 years old and lived with her husband in the country.  She had severe Chronic 

Obstructive Airways Disease (COAD) and used a walking stick or frame when breathless.  Mr 

O had back problems, but did some of the housework.  Their son regularly did the 

vacuuming and cleaned the bathroom.  Mrs O was admitted to hospital following a severe 

chest infection and, when she was discharged, sent home with home oxygen.  Mrs O was 

told she would be referred to Domiciliary Care “but there is a six month wait”.  Prior to 

returning home, Mrs O’s son purchased a shower hose and outdoor chair from Target so she 

could shower herself. 

One week after discharge Mrs O reported that she found the oxygen equipment difficult to 

use.  She found it awkward juggling the walking frame and oxygen cylinder at the same 

time, and was frightened of falling.  Mrs O had used the telephone a lot more than usual in 

the last week.  She was eager to maintain social contact, especially because she could not 

get away from the house easily.  She expressed concern about increased electricity costs 

from the nebuliser and oxygen concentrator - “someone told me her bill increased by $200 a 

year!” 

One month after discharge Mrs O reported that she had rung Domiciliary Care for resource 

information.  They had given her the name of a private house - cleaner to trial.  The cleaner 

came once but Mrs O was unhappy with the “quality of her work”.  Domiciliary Care also 

gave her information about a support group called “The Happy Lungs Club”.  She was hoping 

to gain advice from the club about travelling to Adelaide from the country with her oxygen 

cylinder.  Mrs O felt more confident leaving the house and juggling the cylinder and frame.  

She had also noticed others at the shop in the same situation - “You think you are on your 

own until you notice others in the same boat!”  Mrs O appeared to have good insight into 

her condition.  She felt reliant on others at the time of the two month interview but was 

working towards greater independence, particularly in mobility. 

Three months after discharge, Mrs O commented “I’m not going as well as I hoped – maybe 

I expect too much!”  Mr O assisted her “a lot” and she found it difficult to maintain 

independence as “he always wants to do everything for me”.  Mrs O likened their 

relationship to when he first retired and they had to get used to each other’s company 
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again.  Mrs O said she felt extremely depressed most days.  She had not been out of the 

house much in the last month because “it’s too cold and wet.”  When the weather warmed 

up she planned to visit the Happy Lungs Club - “Maybe I can learn from some of them – their 

mistakes and what helps.”  She remained pro-active, striving for independence, and hated 

relying on other people.  Mrs O enjoyed her space - “I’m not a complete invalid.  My 

husband and son won’t leave me on my own.  It’s not necessary.”  Despite this she did 

appreciate her husband's and son’s efforts.  Mrs O felt guilty that she felt depressed - “I 

know there are people in worse situations, but it doesn’t help me”.  She grieved for the loss 

of lifestyle she had 12 months ago. 

Four months after discharge, Mrs O continued to see her GP monthly - “He said he expected 

me to be much better.”  She told him about feeling depressed - “he said to give it time”.  She 

had organised a mobile hairdresser who visited her home regularly.  Her husband also 

washed her hair in the shower, as she found that raising her arms caused her to become 

breathless.  Mrs O said that she was crying frequently.  She found it hard to cope with 

friends' comments - “You caused it yourself – you smoked.”  She felt that Mr O had not 

accepted that she would not get better - “He keeps saying, there must be something they 

can do.”  They still had not heard anything from domiciliary care. 

During the interview six months after discharge, Mrs O’s dyspnoea markedly affected her 

talking.  She said that she felt “so miserable and can’t seem to snap out of it.”  She cried 

every day.  She had received no treatment for her ongoing depression.  She would have 

liked a motorised wheelchair “to make life easier” and had not ventured out of the house 

for 3-4 weeks despite the warmer weather.  She still had not contacted the Happy Lungs 

Club.  She was keen initially to pursue membership of this club but, as her depression 

worsened, she appeared to lose interest.  There still had not been contact from domiciliary 

care.  Mrs O hoped they would contact her soon - “I’ll be dead before they sign me up”. 

1. The case of Mrs O illustrates grieving for loss of independence.  Over the six months 
Mrs O’s quality of life deteriorated.  She did not appear to accept the changes the oxygen 
cylinder and equipment brought to her lifestyle. She also “craved” some time alone.  
Depression set in around the third month and continued untreated.  She appeared to 
gradually become less pro-active and positive. 

2. Mrs O may not have had sufficient training in the use of her home oxygen equipment. 

3. There were many unmet needs.  The six month (at least) wait for Domiciliary Care 
assistance was detrimental for this woman both physically and emotionally.  She could 
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have benefited from Domiciliary Care input for chest physiotherapy, respite for Mr O, 
equipment, an OT assessment at the home and house-cleaning. 

4. Mr and Mrs O did not invoke any strategy for independent living in the community. 

5. Mr O did not participate formally in the study.  He did however express concern to the 
interviewer about his wife's increasing depression. 

6. Mrs O did trial a house-cleaner with the plan to utilise her until Domiciliary Care took 
over.  She was keen initially to pursue the Happy Lungs Club but as her depression 
worsened she appeared to lose interest in the club. 

7. Mrs O was quite resourceful and, though not a Domiciliary Care client, rang them 
often to use them as a service directory resource.  She also obtained information from 
her GP. 

8. She was not rehospitalised during the time span of our study. 

 

Mrs T was an 81 year old widow who lived in her own unit.  For three years leading up to 

the study she had suffered from a panic disorder - “I don’t like crowds or spaces”.  Mrs T 

only ventured outside to hang out the washing or check the mailbox.  Her two daughters 

assisted by doing the shopping and paying the bills for her.  She was independent with 

housework, cooking and self care and did not have a garden to maintain.  Her panic disorder 

impacted on her social interaction more than anything else.  Her GP did a home visit if she 

needed to consult him.  She worried that she would get a terminal disease and said that “my 

imagination runs riot sometimes”.  Mrs T was a heavy smoker - “I might as well be happy.  

Got to go sometime.  I smoke.  I might as well – I don’t drink, have sex or go out with men.  

I’d live like a hermit if I didn’t have something!”  She appeared to have some insight into her 

panic disorder, but believed that it was not worth trying to change now that she was older. 

Following an home visit by her GP, Mrs T was taken to hospital by ambulance with 

hypertension for review of her medication.  She was unhappy in hospital because of her 

panic disorder and discharged herself after one night.  Two months after discharge Mrs T 

reported “nothing has changed.  I don’t go out”.  She felt that her mobility when outside 

had become worse and believed this was due to lack of exercise.  Mrs T commented she 

would like a walking frame, but was unsure how to acquire one.  The interviewer spoke to 

Mrs T’s daughter.  She stated that she worried about her mother as she had not left the 

house for five years.  She was disappointed that “the GP hasn’t put much effort into getting 

her out of the house.  It makes it difficult in an emergency”. 

Four months after discharge, Mrs T felt that her mobility had worsened and she needed 

some assistance with housework, especially vacuuming.  She telephoned Domiciliary Care to 
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apply for help, but was told she would have to wait for six months.  Mrs T also asked 

Domiciliary Care for some equipment to assist in unscrewing jars and was told to go to a 

Chemist.  Up until the time of writing this report, she had not done this.  Five months after 

discharge, Domiciliary Care telephoned her with an unexpected vacancy.  They were able to 

provide a house - cleaner once a fortnight.  She was very pleased - “It makes life so much 

easier”.  Mrs T watched TV most of the day and had Foxtel - “If I could get my legs working 

I’d be okay”. 

Seven months after discharge, Mrs T had purchased a recliner chair, but found it 

uncomfortable, so did not use it.  She complained that her legs were numb – “circulation 

problems”.  She tried to do bicycle exercises in bed every morning - “If I could get hold of a 

good masseuse….”  She saw the GP rarely.  Her daughter expressed disappointment at the 

GP’s reluctance to treat her mother’s panic disorder - “He told Mum…….at her age there is 

no point trying to change her”.  Overall, Mrs T believed she managed well - “Walking to the 

mailbox and back – that’s how exciting life gets”. 

1. Mrs T's predicament illustrates how the problems faced by an agoraphobia sufferer in 

obtaining needed community services are usually hidden.  Mrs T’s health remained stable 

over the six months of the study.  Her main issues were mobility and her panic disorder. 

2. She found the hospital admission traumatic because of her panic disorder, and so 

discharged herself after only one night. 

3. Initially she was told that there was a six month waiting list for house-cleaning by 

Domiciliary Care, however a vacancy occurred three weeks after Mrs T self referred. 

4. Mrs T’s two daughters assisted her to live independently, but without exacerbating 

her panic disorder. 

5. The two daughters were both unwell.  One lived in the next street and the other four 

hours away.  Both felt there would be less concern for them if their mother’s panic 

disorder was addressed by the GP. 

6. Apart from the GP there was no interaction with health or community services.  

Referral to a support group for telephone contact may have assisted. 

7. The GP appeared to be the only source of information Mrs T used. 

8. She was not rehospitalised during the period of our study.   
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7.6 Strategies for independent living in the community 

Mrs L was 81 years old and lived alone in a country town.  She was independent and kept 

herself busy.  She was hospitalised in February 2001 with severe gout.  This was the first 

time she had experienced gout and she was otherwise healthy.  Ten days after discharge 

Mrs L entered our study when she was readmitted to hospital because of “violent attacks of 

diarrhoea” from the gout medication.  She also had a stye on her eye, which caused her 

much pain. 

Mrs L had experienced problems ascending stairs prior to her first admission to hospital for 

gout.  She also had difficulty getting on and off the bus.  She wanted a “taxi pass” but her GP 

had told her she was not eligible for one – “I don’t know why, I’m 81 and should be entitled 

to one.  But I’ll continue to catch the bus until I can’t get up on it any more.”  One month 

after Mrs L’s discharge from hospital, her grand daughter had started to do her weekly 

grocery shopping and her son was doing the weeding.  Her lawns had always been cut 

privately.  She did not have an identified carer, being pro-active and addressing her needs 

herself.  Three months after discharge, Mrs L felt that she was limited in her activities – 

“particularly gardening which I love”.  The gout had improved so she ceased her gout 

medication as instructed.  She continued to catch the bus. Mrs L decided not to continue 

with our study, as she believed there was nothing more she could tell us. 

1. Mrs L’s health status disrupted her lifestyle for the three months she participated in 
the study.  Diarrhoea and decreased mobility were issues for her. 

2. Her second admission was for a side - effect of her medication. 

3. Mrs L had always employed a private service to cut her lawns.  Prior to hospital she 
was very independent. 
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4. She was proactive and usually addressed her needs herself. Her grand daughter did 
her grocery shopping and her son assisted in the garden. 

5. No carer was identified as such. 

6. Mrs L did not have interaction with an informal support network outside her family. 

7. The GP was her resource about the taxi pass and medication. 

8. She entered our study on her second admission top hospital, and was did not have 
an additional hospital readmission for the three months she participated in the study. 

 

Mrs M was 79 years old and lived at home alone, within a short distance of her two 

daughters.  Domiciliary Care vacuumed and mopped the floors of her house once a 

fortnight, while Mrs M did the dusting herself.  Mrs M had “heart problems” and the 

“medication causes balance problems”.  She hired a walker from Domiciliary Care and used 

it whenever she went outside.  Mrs M was hospitalised following a fall and stayed in 

hospital for five days.  The hospital organised for her to use the services of Meals on Wheels 

on discharge.  They also ordered a shower chair and indoor walking frame for her from 

Domiciliary Care. 

One week after discharge Mrs M proved to be active in seeking out resources and services.  

She did not like the frame that was supplied by Domiciliary Care – “It was a bone shaker” 

and the shower chair was too big for her shower cubicle.  She decided to purchase a walker 

and shower stool.  Domiciliary Care provided her with their catalogue “but I chose Red Cross 

because of the price’.  She cancelled Meals and Wheels because she found the food ‘too 

boring’.  Through a friend she learned of a lady who cooked meals privately for the elderly.  

She contacted this lady and enjoyed eating the food.  

One month after discharge Mrs M contacted the local council to clean up her back garden.  

She had read about the service in a mailbox flier.  Her back garden was rocky and walking 

around in it was dangerous because she was still having difficulty with balance.  Mrs M 

remained independent with her other household chores, washing, shopping and showering.  

She used her walker to go to the shops and library and felt she was managing well.  The 

main difference in her health compared with before she went to hospital was that she 

needed to conserve her energy more so had to “rest regularly between jobs”. 

Three months after discharge Mrs M no longer used her walking frame when indoors, but 

continued to use the frame outdoors.  She had not fallen since being discharged from 
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hospital but “I still have to watch things like how I get out of a chair.”  She did not yet have 

the confidence to walk outside in the back garden.  The council had not returned her call. 

Mrs M recommenced carpet bowls every Monday with friends.  In the country town in 

which she lived the council had a “special bus for people who can’t get on and off a normal 

one”.  She planned to “have a go at catching it once the weather was warmer”.  Meanwhile 

her daughter drove her to do her shopping.  

Six months after discharge Mrs M felt her balance was still unstable.  She was not confident 

about preventing a fall.  At this time she only saw her GP monthly to get her prescriptions 

renewed, and had her lunchtime meal delivered three times a week.  On reflection, Mrs M 

felt that the hospital and Domiciliary Care had prepared her well for discharge from 

hospital.  

1. With assistance from Domiciliary Care, Mrs M was able to adapt well to her changing 
health and level of functioning.  She could continue on with tiredness being her main 
concern. 

2. Mrs M knew what she required and “did her homework”.  She did not rely on 
Domiciliary Care solely for advice and information but explored other options for help 
also. 

3. She purchased equipment, utilised a food service agency for meals, and arranged for 
the local council to attend to the garden 

4. No carer was identified as such. 

5. Mrs M’s daughter provided her with transport and assisted her with shopping. 

6. Mrs M was very proactive and resourceful.  She gathered information from several 
sources: Domiciliary Care, Red Cross, her local council, GP, neighbours, and Meals on 
Wheels. 

7. She was not rehospitalised for the duration of the study. 

Mr Q was 70 years old and lived with his wife who was 50 years old.  He was diabetic and 

had visual deterioration from his diabetes, however despite this he was independent.  Six 

months before beginning the study he had lost the sight in his right eye - “The blood vessels 

burst”.  The eye specialist planned to perform laser surgery once the blood cleared from his 

eye.  He began knitting to pass time.  He could no longer drive, and did not garden because 

he was “not allowed to bend over – it puts pressure on the eye”.  Instead he cooked, and his 

wife attended to the gardening. 

Mr Q entered our study when he was admitted to hospital and diagnosed with a mild stroke 

and residual left sided weakness.  His speech was slurred and his conversation disjointed at 
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times.  The hospital discharge planning nurse referred him to Domiciliary Care who provided 

him with a bathboard, shower hose and walking stick prior to discharge. 

 

Two weeks after discharge, Mr Q was waiting 

for contact from the hospital physiotherapist 

about “outpatient rehabilitation”, and had set 

up a rowing machine and exercise bike in his 

shed.  He used these daily to build up his 

strength - “I do it until my body aches”.  

Domiciliary Care installed bathroom rails and he 

showered himself using the bathboard - “a bit 

wobbly, but I manage”.  He was using the 

walking stick whenever he mobilised. 

Three months after discharge, Mr Q had been seeing his GP weekly “because of the diabetes 

I guess.”  He commented that he felt depressed and missed driving.  He had begun walking 

around the block to exercise.  He felt the loss of vision in his eye had affected his emotional 

health more than his stroke. 

Four months after discharge Mr Q reported that he had received laser surgery on his eye 

two weeks prior to the interview and could see much more clearly.  He still used the walking 

stick and had a problem with leg stiffness - “It’s the muscles not arthritis.”  Mr Q visited his 

GP monthly.  He had a pinched nerve in his left arm that meant his arm occasionally became 

numb and he found it difficult to grasp objects (this was the side affected by the stroke).  He 

reported that the GP told him “not to worry about it.”  Mr Q was also experiencing problems 

with urination urgency - “I have to go to the toilet urgently sometimes”.  His GP told him it 

was due to his diabetes and did not give him any options for management. 

Six months after discharge, Mr Q could see better with glasses.  He was told that he may not 

require further laser surgery for his eye.  He had fallen a couple of “small falls” due to poor 

balance - “I fall hard and quickly.  I have to watch where I put my feet”.  He was no longer 

attending physiotherapy, however he still exercised daily at home using the rowing machine 

and exercise bike.  He was not yet driving and commented that it would not worry him if his 

licence was not renewed - “I cope well without it.”  He still experienced urinary urgency and 

arm pain, but “puts up with it”. 
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1. Mr Q had a combination of health issues before and after admission.  His eyesight, 
the stroke, not driving, urinary urgency, and a pinched nerve in his arm affected his 
progress after discharge from hospital.  He was a determined man who wanted to return 
to his pre-stroke level of functioning and seemed to achieve this. 

2. The hospital discharge planning nurse referred him to Domiciliary Care. 

3. Mr Q was so concerned about the lack of intensive physiotherapy during hospital 
and after discharge that he set up his own exercise regime.  Despite this he was happy 
with the level of Domiciliary Care input that he received.  

4. Mr Q appeared successful in maintaining independence.  He was very pro-active, 
determined and positive despite his multiple medical problems.  He substituted activities 
he could do, such as cooking and knitting, for those he could not, such as driving and 
gardening. 

5. Mrs Q contributed to her husband’s care predominantly by doing the driving and 
gardening.  She did not notice any other major changes in her “workload”. 

6. No use of informal support networks was identified.  He mainly interacted with the 
physiotherapist and GP after discharge. 

7. Mr Q utilised Domiciliary Care for information.  He appeared to find it difficult to 
discuss his urination problem with his GP. 

8. He was not rehospitalised throughout the duration of the study. 

  

7.7 Support from a younger generation of the family  

Mrs U was 71 years old and lived with her husband who was 74 years old.  They lived 

independently in their own home and did not receive help from outside services.  Their 

daughter, son-in-law and teenage grandchildren lived in the house next door.  In 

preparation for getting older, Mr and Mrs U had purchased the house next to their daughter 

four years prior to this study.  Mrs U’s daughter took her shopping because she did not 

drive.  Their grandson assisted Mr U with the large garden of their quarter acre block.  She 

attended to the housework; she had never had a house-cleaner and would rather do the 

word herself than ask fro help from anyone else (including her husband!). 
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.Mrs U had fallen “a few times” in the year leading up to this study and entered our study 

when she fell at home, injuring her back.  She was admitted to hospital for five days.  She 

believed her fall was because she caught her foot on the carpet in the kitchen, but did not 

do anything to make the floor in the kitchen safer. 

Six weeks after discharge Mr and Mrs U felt they were managing at the same level as prior 

to Mrs U’s hospitalisation.  Mrs U believed her fall was due to “being careless and rushing” 

and she had since altered her approach so that she was “slower, careful and I use common 

sense”.  Both Mr and Mrs U attended to the household chores.  Mr U had been caring for 

Mrs U since the fall, “spoiling her a bit more”.  Due to “two metal knees”, Mr U could not lift 

objects or bend down.  He also experienced a lot of pain, which was occasionally relieved by 

anti-inflammatory medication - “Keeping mobile helps the most”.  Mr U’s son-in-law assisted 

with “climbing ladders or painting”. 

Five months after entering our study, Mrs U was hospitalised to have her teeth removed. 

1. Generally Mrs U’s health remained consistent.  The dental surgery resulted in a 
change of diet, but no other limitations.  Mrs U tended to dismiss that her history of falls 
was a major health issue. 

2. The falls were a concern and an home assessment for safety and rails may have been 
beneficial. 

3. Mr and Mrs U received no community service input pre and post hospital.  Mr U 
commented that even if they did not live next door to their daughter she believed they 
still would be able to be independent - “We try not to live in each other’s pockets”.  The 
GP was consulted every second month only for prescription renewal. 

4. Their main strategy to remain independent was to purchase the house next door to 
their daughter some years before the study. 

5. Overall Mr U, as the carer, considered that little had changed since hospital discharge. 

6. No interaction with informal support networks outside the family was noted. 

7. Mr and Mrs U relied on family input for the more difficult chores and transport. 

8. Rehospitalisation was for elective dental surgery.  Recovery was unremarkable. 
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7.8 Spending time on a public hospital waiting list 

Mrs G was 66 years old and lived with her husband.  She led an active and busy life, and 

enjoyed socialising enormously.  Both she and her husband were independent.  Mr G had 

bypass surgery two months prior to the study and was recovering slowly without problems.  

Mrs G had been his carer during his recovery.  Mrs G had experienced severe abdominal 

pain at home and attributed this to straining muscles while moving some garden pots.  She 

was admitted to hospital three times in two weeks before investigations revealed a large 

pancreatic cyst.  To treat the cyst she had a pancreatic drain inserted (it was to remain in 

place for eight months). 

Two weeks after discharge, Mrs G reported feeling tired and depressed.  She continued to 

experience “a lot of abdominal pain”.  Her husband attended to the daily dressings of the 

pancreatic drain site and they purchased the dressings from the chemist (this became a 

considerable cost over eight months).  Following discharge from hospital, Mrs G stayed in 

bed for two weeks resting.  She did not wish to have any visitors because of her pain and 

nausea.  Her husband cared for her and she worried about his health because she believed 

that she was supposed to be caring for him.  She reported significant weight loss and a 

decrease in appetite.  Though she did not receive any services she said if they were offered 

she “would have refused (them) anyway”, “ I know about it – I just couldn’t have coped with 

people coming to the house”. 

A month after discharge she was dressing every day and going for a slow ten minute walk 

before dinner each evening.  She saw this as a “big achievement”.  Two months after 

discharge, she reported feeling depressed and had a noticeable loss of self confidence.  Her 

husband did all of the household chores and her wound care, and the GP had provided them 
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with education about care of the pancreatic drain.  Mrs G commented that she had spent 

$83 on analgesia, wound care solutions and dressings in the last fortnight.  Reflecting on the 

past two months Mrs G stated that she was not prepared for the level of pain she was still 

experiencing.  She viewed pain, nausea, light-headedness and her loss of confidence to be 

major issues for her. 

Three months after discharge, Mrs G was still waiting for surgery.  She also had a severe 

case of influenza, which had forced her to stay in bed and rest.  She felt the main issue for 

her at this point was nausea and believed it was cause by the pancreatic drain.  Mrs G felt 

that after she “forced herself” three weeks ago to start going out alone her self confidence 

was finally improving.  She had recommenced gardening, cooking and shopping.  She felt 

that her health had improved by 50%, crediting this to both time and an increase in self 

confidence.  She was disappointed though, that in three months, she only felt 50% better.  

She had expected a much quicker recovery. 

Four months after discharge nausea remained an ongoing issue and continued to affect her 

appetite.  She still had not re-gained any of the weight she had lost since being diagnosed 

with the cyst.  She recommenced having visitors and socialising and enjoyed this.  She was 

still restricted in her household chores primarily due to the pain and nausea.  People 

commented on how thin and frail she looked and she felt unattractive because she was so 

thin. 

Six months after discharge she was still on the waiting list for surgery.  She had not received 

notification of when the operation would occur and neither had her GP.  She and her GP 

were both frustrated by this.  The tube remained in place, and the nausea and pain 

continued.  Her main concern was that she still had not put on weight and “looks gaunt”.  

She experienced some colicky abdominal pain and was told by the surgeon that it was “from 

the gall bladder”, and to “take some Panadol.” 

Eight months after discharge, we contacted Mrs G for a follow-up interview.  She reported 

that she had a CT scan and was booked for an endoscopy to investigate further the colicky 

abdominal pain (which had persisted for three months).  She was told that she required a 

cholecystectomy.  She requested that the surgery be after Christmas (one month away) so 

she could enjoy the Christmas season with family and friends.  Mrs G stated her expectation 

was that the pain and nausea would persist until the surgery was done.  Overall Mrs G felt 

the last eight months since her initial discharge from hospital had a “huge impact” on her, 
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her husband, family and their lifestyle.  Despite this, she felt that after surgery she did not 

expect things “to be anywhere as bad this time”. 

Note:  When we spoke to Mrs G ten months after discharge, she was still waiting for 

surgery. 

1. The case of Mrs G illustrates the frustrations of spending a long time on a public 
hospital waiting list, especially while health is deteriorating.  Depression, tiredness, pain, 
costs, nausea and social restrictions impacted greatly on her quality of life over the six 
months of our study.  A severe case of influenza occurred three months after discharge, 
hindering her progress. 

2. Her symptoms of nausea persisted after the initial discharge from hospital. 

3. GP input was positive.  He taught her and her carer how to do the pancreatic drain 
dressings.  He advocated for her by ringing the hospital regularly to see if a date for 
surgery had been scheduled. 

4. She preferred not to utilise any community health services because she “couldn’t 
have coped with people coming through the house”. 

5. The carer, her husband, was recovering from recent heart bypass surgery when Mrs 
G became ill.  She had been his carer, but these roles were quickly reversed. 

6. Her daughter and husband assisted enormously with chores and meal preparation 
for four months post discharge.  No interaction with informal support networks outside 
the family was noted. 

7. See item 3. 

8. Mrs G had waited ten months for surgery at the end of the study. 

7.9 Summary 

7.9.1 Health of the patient and carer over the time span of our study 

Because of the way in which we selected patients for our study, most had been coping 

independently at home prior to their index hospital admission.  As would be expected from 

the prevalence of medical disorders in the elderly population at large, many were already 

consulting a general practitioner for the management of chronic diseases such as 

hypertension, diabetes and arthritis.  The index hospital admission often signalled that their 

chronic disease process was taking a downward trajectory.  This time in the disease process 

is what we have called the “cusp of chronicity”.  Sometimes we had difficulty identifying this 

point in the patient's illness, resulting in the entry to the study of a few patients who turned 

out to be past this arbitrarily - designated marker. 

Commonly patients experienced a cluster of illnesses rather than a single disease.  These 

patients exhibited chronic and complex disease processes, putatively related to the so-
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called diseases of western lifestyle that are associated with over-nutrition, sedentary habits 

and cigarette smoking. 

Perhaps the most impressive phenomenon we observed was the remarkable resilience 

shown by many of the patients and their carers in the face of serious health problems.  

Nevertheless, a number of participants were clearly grieving for their lost independence and 

diminished physical ability.  Unfortunately, whether or not this grieving process had been 

recognised by their clinical advisers (none of our patients volunteered that it had), few 

seemed to be provided with active counselling to help deal with this grieving. 

7.9.2 Initial discharge from acute hospital 

Usually the circumstances surrounding the discharge of the patient following their index 

admission to hospital were unremarkable.  When things went smoothly, the patient did not 

have much to say, evident gratitude usually focussed on the medical and nursing 

management of the acute phase of the illness. 

Hence much of what we have to report about discharge planning from the stories in this 

chapter was about when things went wrong.  Within a Total Quality Management (TQM) 

framework, the reporting of exceptions can be valued – exceptions provide lessons that can 

be applied to improve services in the future. 

In several instances the carer seemed to not have been involved in the discharge planning, 

leading to problems once the patient returned home (especially when the putative carer 

was also incapacitated).  In the case of Mr Z, these problems started before he and his wife 

had even got through the front door.  Some patients returned to a house without fresh food 

or with mess from the time of going to hospital still present. 

Some of our participants claimed they were not given important information before their 

discharge.  We emphasise that this is only one side of the story.  However, whether or not 

this type of claim is factually correct, it seems that the process of giving advice has not 

ensured its retention.  That is, the message sent has not been the message received. 

7.9.3 Experiences with community services 

Commonly our participants were unable to access community services on the day (or the 

next few days) of their discharge from hospital, at the time when their needs may well have 

been greatest.  Sometimes this delay in access stretched over weeks or even months.  We 

accept that prioritisation of community services is inevitable given the pressure on scarce 

resources, but do wonder why hospitalisation was not a key indicator of priority. 
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Often the main expressed need was not for personal services but help with the lawn-

mowing, gardening or household chores. 

7.9.4 Strategies for independent living in the community 

Many of our participants and their carers displayed a fierce determination to maintain their 

independence.  It is possible that this finding may derive from a survivor effect, in which 

those who work at their independence are more likely to remain independent.  Be that as it 

may, even the stresses of hospitalisation and convalescence were not sufficient to make 

them waver.  Unfortunately this strong streak of independence may also have inhibited 

some patients and carers from seeking out services they could have accessed to remain 

independent in their own homes. 

Several couples proudly told us of the prior planning they had done to prepare for the living 

needs in their old age, for example moving residence closer to their family network or 

purchasing more suitable furniture. 

7.9.5 Carer involvement 

Amongst our participants where a carer was identified, the carer was usually the spouse of 

the patient.  Children and grandchildren also may have helped (but often lived far away or 

may have felt that they had their own lives to lead), or there may be several other people in 

need of help within the wider family network.  Sharing the same house did not necessarily 

imply that people were in a domestic relationship that could be harnessed for a caring role.  

We encountered several families where the carer was also seriously ill, and where the carer 

and patient swapped roles. 

The stress arising from taking on the carer role sometimes proved to be considerable.  

Carers often were disappointed about the seeming lack of support for people who had 

taken on a caring role. 

7.9.6 Interaction with informal support networks 

Few of our participants reported interaction with informal support networks (outside their 

immediate family) in a way that they regarded as significant for their health.  We question 

whether an active commitment by clinical staff to encourage more patients and carers to 

join self-help support groups would lead to enhanced physical and emotional quality of life, 

and consequently reduced health care costs. 

7.9.7 Sources of information about community services that could meet their needs 
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Amongst our participants the general medical practitioner was the primary source of 

information about community services.  Some especially pro-active participants were using 

a range of other sources for information, but the majority seemed to have not used any. 

7.9.8 Rehospitalisation 

In the general population, the incidence of hospitalisation for adults increases with age.  

Hence, it is not surprising that several of our participants were rehospitalised during the six 

months of follow-up. 

To us observers, admittedly outsiders, these readmissions appeared almost always to be 

medically necessary by the time the patient had presented to the clinic.  This may imply that 

there was some time earlier when well targeted discharge planning and community services 

may have prevented the patient's health state declining to the point where hospital 

readmission became necessary. 

Two of our patients experienced an inordinately long waiting time for further hospital 

admissions and treatment. 
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Chapter Eight: Quantitative evaluation of discharge planning and quality of 
life 
 

In this chapter we work through a large number of basic statistical comparisons in order to 

arrive at logistic regression analyses.  These analyses appear to indicate that there is a 

period of coming to terms, in a grief-like process, with the impact of reduced physical 

abilities on life-style and quality of life, and that this process may not be complete even six 

months after discharge. 

This chapter presents descriptions and summaries of the quantitative data.  We asked the 

patients and their carers to respond to two quantitative survey instruments so that we 

could: 

 Compare the health status of our cohort with that of established norms for the 

Australian population 

 Examine trends in health status over the six months of post-hospitalisation follow-up 

 Further test the divergent validity between health status (as measured by SF-36 / SF-12) 

and discharge planning quality (as measured by PREPARED) 

 Compare each patient's and each carer's quantitative results with our qualitative 

assessments 

 Examine the ability of PREPARED to predict future problems in maintaining independent 

community living  

 Examine the responsiveness of the SF-36 / SF-12 to change in patient and carer 

experiences over time as reported by the interviews 

Our cohort was recruited primarily for the purpose of a qualitative assessment, but we 

wanted to take advantage of the opportunity to gain further insight into these quantitative 

instruments; and to compare qualitative and quantitative information. 

Initially, we also asked our interviewees to respond to the Barthel Index, but most 

participants found this to be insensitive to their actual situation, and we therefore did not 

persist with this questionnaire (see 8.3 below). 

Section A.  WITHIN ONE WEEK OF INITIAL DISCHARGE 

This section deals with data collected from patients and carers within one week of the 

patient being discharged from hospital, using the PREPARED instrument and the SF-36 

health survey. 
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8.1. PREPARED instrument 

8.1.1 Patients’ scores 

The PREPARED instrument consists of domains containing a series of questions for which 

the answers are scored.  Total scores are derived for each domain and, for clarity, expressed 

as a percentage of the maximum possible for that domain. 

The mean values and standard deviations for each domain for country and metropolitan 

patients are provided in Table 8.1.  There were no significant differences in the scoring of 

the quality of discharge planning when comparing country and metropolitan patients 

(tested with independent t-tests).  Table 8.1 is reported on the next page. 

Comparing male with female patients, there was a significant difference (p<0.05) between 

their PREPARED responses for the overall preparedness for discharge outcome question 

(males 68.5%, females 41.2%).  Female patients valued the quality of their preparation for 

discharge planning more highly than male patients (reported below).  We do not report all 

the male and female descriptive data because it differs little from the overall data presented 

in Table 8.1. 

8.1.2 Carers’ scores 

There were no significant differences between country and metropolitan carers’ scores for 

discharge planning.  The mean values and standard deviations for domain scores for carers 

are provided in Table 8.2, reported on the following page. 

Comparing male and female carers’ PREPARED responses, there was a significant difference 

(p<0.05) for the preparation for discharge process question, with female carers valuing their 

own and patient’s preparation for discharge more highly than male carers (63.3% compared 

with 100% for females).  We do not report all the male and female descriptive data because 

it differs little from the overall data presented in Table 8.2. 
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Table 8.1 Patients’ PREPARED scores (and SD) as percentage of maximum possible scores 

 
Metro% Country% 

significanc

e  

Process    

 Domain 1 45.5 (40.6) 61.2 (35.7) Not sign 

 Domain 2 80 (22.6) 77.3 (22.5) Not sign 

 Domain 3 86.5 (33.3) 86.4 (27.5) Not sign 

 Domain 4 68.0 (20.4) 68.7 (25.7) Not sign 

 All Process 

Domains 

62.9 

(25.9) 

75 (27.5) Not sign 

Outcome    

 Community 

services 

satisfaction 

76.9 (43.8) 88.9 (33.3) Not sign 

 Preparedness for 

being discharged 

59.2 (51.9) 52.4 (55.8) Not sign 

 Equipment 

organisation 

73.3 (45.8) 75 (46.3) Not sign 

Key: 

Process  Domain 1 Information exchange on community services and 

equipment 

Domain 2 Medication information 

Domain 3 Preparation for coping post-discharge 

Domain 4 Control of discharge circumstances 
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Table 8.2 Carers’ PREPARED scores (and SD) reported as percentage of possible total scores 

 
Metro % Country % 

significanc

e  

Process    

 Domain 1 57.1 (46.9) 66.7 (21.8) Not sign 

 Domain 2 65.7 (39.5) 56.0 (38.5) Not sign 

 Domain 3 80.9 (26.2) 83.3 (19.2) Not sign 

 Domain 4 85.7 (37.8) 100 (0) Not sign 

 All Process 

Domains 

56.5 (29.9) 61.1 (12.4) Not sign 

Outcome    

 Community 

services 

satisfaction 

100 (0) 100 (0) Not sign 

 Preparedness for 

being discharged 

41.7 (73.5) 25.0 (61.2) Not sign 

 Equipment 

organisation 

100 (0) 100 (0) Not sign 
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8.2 SF-36 scores 

 

  

 metro  country  
p 

value 
Population norms 

domains mean SE mean SE  mean SE 

Physical functioning 13.8 2.7 39.2 8.1 <0.05 51.4 1.8 

Role physical 9.1 9.1 20  9.8 >0.05 56.7 2.5 

Bodily pain 32.4 9.1 51.8 6.2 >0.05 63.5 1.8 

General health 29.9 4.8 51.0 4.4 >0.05 63.9 1.3 

Vitality 19.5 3.2 41.3 5.6 <0.05 58.0 1.4 

Social functioning 33.1 8.3 51.4 8.4 >0.05 77.4 1.7 

Role emotional 27.3 12.6 51.1 12.1 >0.05 75.1 2.2 

Mental health 62.8 6.2 68.6 5.0 >0.05 76.8 1.1 

Summary physical 21.6 1.6 32.4 2.6 <0.05 38.3 0.8 

Summary mental 39.6 4.0 44.6 3.6 >0.05 52.3 0.6 
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metro  country  P value Population norms 

domains mean SE mean SE  mean SE 

Physical functioning 97.0 3.0 55.0 1.2 >0.05 65.2 1.3 

Role physical 100 0 100 0 >0.05 65.8 2.0 

Bodily pain 92.0 8.0 61.0 39 >0.05 69.0 1.3 

General health 87.5 21.5 87.5 21.5 >0.05 64.1 1.1 

Vitality 77.5 2.5 55.0 45 <0.05 60.0 1.1 

Social functioning 87.5 12.5 56.0 44.0 >0.05 82.2 1.2 

Role emotional 100 0 100 0 >0.05 75.9 1.8 

Mental health 94.0 2.0 90 10 >0.05 75.3 0.9 

Summary physical 54.0 3.0 44.0 11.0 >0.05 43.2 0.6 

Summary mental 56.5 1.5 49.0 14 >0.05 50.7 0.5 
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The SF-36 scores separately for male and female patients and their carers as obtained  

during the first week following discharge.  Independent t-tests were used to check for 

differences between metropolitan and country respondents.  Population norms are 

reported for the 75 years and over age group for comparison with the patient scores - this 

age group reflecting the mean age of patients in the sample.  Population norms are reported 

for comparison with the carers from the 65-74 year age group - this age range most 

commonly reflecting carer age. 

 

8.2.1 Patients’ scores: women 

Significant differences were observed between metropolitan and country female patients in 

physical functioning, vitality and the summary physical score, with country patients scoring 

higher in each instance that metropolitan patients.  The large standard error (SE) indicates 

wide variability in scoring.  All mean scores (reported in Table 8.3) were well below the 

Australian population norms. 

Table 8.3 Female patients’ scores on SF-36 (significant findings highlighted in italics) 

 

8.2.2 Patients’ scores: men 

A significant difference was found between the mean SF-36 scores for metropolitan and 

rural male patients for the vitality domain, with rural patients scoring more highly than 

metropolitan patients.  As noted for females, there are large SEs, indicating wide variability 

within the groups.  All mean scores (reported in Table 8.4) were well below the Australian 

population norms. 
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Table 8.4 Male patients’ scores on SF-36 

 metro  rural  p value Population norms 

domains mean SE mean SE  mean SE 

Physical functioning 40.5 8.6 33.9 11.7 >0.05 55.7 2.2 

Role physical 10.4 8.4 19.4 11.6 >0.05 50.7 3.3 

Bodily pain 50.7 7.9 50.3 11.1 >0.05 65.9 2.2 

General health 50.3 7.8 45.8 6.8 >0.05 59.2 1.7 

Vitality 33.7 5.2 45.5 10.9 <0.05 56.7 1.7 

Social functioning 29.1 7.3 49.8 12.9 >0.05 75.6 2.1 

Role emotional 40.0 14.7 33.2 15.4 >0.05 67.6 3.1 

Mental health 70.7 5.2 61.9 7.1 >0.05 77.6 1.4 

Summary physical 31.3 3.7 33.2 4.8 >0.05 38.9 0.9 

Summary mental 45.2 3.3 42.2 4.2 >0.05 50.9 0.8 

 

8.2.3 Carers’ scores: women 

A significant difference was found in the mean domain score for vitality between female 

country and metropolitan carers, with city female carers scoring higher than their rural 

counterparts.  Wide SEs indicated the variability in scoring.  In view of this variability in  

the data, comparison with population norms may be misleading.  Results for female carers’ 

scores are shown in Table 8.5. 

Table 8.5 Female carers’ scores on SF-36 

 

8.2.4 Carers’ scores: men 

A significant difference was observed in the role emotional score, when comparing male 

carers in the city and the country, with the country carers scoring higher.  The small number 

of male carers in the country casts doubt on the robustness of the SE findings.  In view of 

this variability in the data, comparison with population norms may be misleading.  There 

was a significant difference between male and female carers in the domain score for vitality, 

with male carers scoring higher (as was found for patients).  Results are shown in Table 8.6. 
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Table 8.6 Male carers’ scores on SF-36 

 metro  rural  diffs Population norms 

domains mean SE mean SE  mean SE 

Physical functioning 88.7 9.6 73.2 5.4 >0.05 67.5 1.3 

Role physical 93.7 6.2 68.7 18.7 >0.05 58.0 2.1 

Bodily pain 85.5 5.3 55.7 15.3 >0.05 68.8 1.4 

General health 74.0 9.7 67.7 9.6 >0.05 61.2 1.1 

Vitality 74.2 4.7 75.0 5.4 <0.05 61.8 1.1 

Social functioning 90.5 9.5 81.2 11.9 >0.05 81.7 1.2 

Role emotional 89.0 11.0 100 0 <0.05 76.9 1.8 

Mental health 80.0 10.9 88.0 5.4 >0.05 78.4 0.9 

Summary physical 54.0 3.0 40.5 5.5 >0.05 42.3 0.6 

Summary mental 49.7 5.5 58.7 2.7 >0.05 51.9 0.5 

 

Section B. MONTH-BY-MONTH FOLLOW-UP 

This section deals with the data that was collected every month after discharge. 

8.3 Barthel Index 

The Barthel questionnaire was not popular with participants.  Both patients and carers 

reported that many of the questions were insensitive to their health and home situations, 

and the categories did not allow for day-to-day fluctuations.  For instance, patients would 

regularly score highly for many activities of daily living when this index was used 

retrospectively.  However, the interview data highlighted the day-to-day fluctuations in 

particular activities of daily living which, when compared with the patients' self-reports on 

the Barthel Index, highlighted the Index’s inability to accurately record patients’ abilities in 

their activities of daily living.  Thus the Barthel responses have not been reported in this 

analysis. 

8.4 SF-12 scores for patients 

To ease respondent burden, the SF-12 instrument was used in preference to the SF-36 

instrument in the month-by-month reporting, from the first month onwards.  

Raw scores: At each month, the raw scores for each question in the SF-12 were compared 

with the raw scores from the same questions in the SF-36 instrument (considered to be 
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taken at Month 0 in this reporting) for each subject in the study.  The mean scores and 95% 

Confidence Limits for each of the twelve questions in the SF-12 instrument are reported 

across each of the months of data collection in Appendix 4 for patients and carers (men and 

women).  Not all respondents provided answers to the SF-12 in all months, and thus the 

graphs in Appendix 5 report raw data from the available numbers in each month. 

Transformed scores: The raw data were scored in SAS using the SAS scoring system for the 

SF-12 instrument, provided by the Department of Human Services, SA.  The resultant 

domain scores and summary mental and physical scores are also reported in this chapter, 

again using the transformed SF-36 scores collected one week post discharge for comparison, 

as well as the population norms for each domain. 

 

8.4.1 Female patients who live in the city 

The mean domain scores and summary physical and mental scores (SE) for female patients 

who live in the city are reported in Table 8.7 for each month of data collection.  Month 0 is 

the SF-36 scores, (from which the relevant SF-12 questions were abstracted) and months 1-

5 are the SF-12 scores. 

Table 8.7 Mean and SE values for female patients who live in the city 

domains months 0=0.1 0=0.1 0=0.1 0=0.1 0=0.1 

 0 1 2 3 4 5 

Physical 

functioning 

1.9 

(0.07) 

1.8 (0.2) 2.0 (0) 1.4 (0.3) 2.0 (0) 1.5 (0.5) 

Role physical 1.4 (0.2) 1.0 (0.5) 1.6 (0.4) 1.7 (0.3) 1.4 (0.4) 1.8 (0.2) 

Bodily pain 0.8 (0.1) 1.0 (0) 0.8 (0.2) 1.0 (0) 1.0 (0) 1.0 (0) 

General health 1.0 (0) 1.0 (0) 1.0 (0) 1.0 (0) 1.0 (0) 1.0 (0) 

Vitality 0.9 

(0.07) 

1.0 (0) 1.0 (0) 1.0 (0) 1.0 (0) 1.0 (0) 

Social functioning 0.7 (0.1) 0.6 (0.2) 0.6 (0.2) 0.7 (0.2) 0.5 (0.2) 0.6 (0.2) 

Role emotional 1.3 (0.2) 0.8 (0.5) 1.5 (0.5) 1.0 (0.4) 1.1 (0.3) 1.4 (0.4) 

Mental health 1.7 (0.2) 1.4 (0.2) 1.4 (0.4) 1.6 (0.3) 2.0 (0) 1.6 (0.2) 

Summary physical 27.9 

(1.6) 

34.2 

(4.7) 

23.5 

(2.0) 

29.7 

(4.3) 

28.0 

(2.1) 

28.6 

(4.4) 
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Summary mental 37.3 

(2.8) 

47.6 

(5.2) 

40.9 

(8.4) 

44.9 

(5.8) 

43.7 

(4.2) 

44.9 

(8.1) 

Comparison of the SF-12 summary scores with population norms for female patients 

(reported earlier in this chapter), indicates that at no time over the monthly data collection 

period did female patients living in the city achieve the population norms for their age group 

for either summary mental or summary physical scores.  This is reported in Figure 8.1.  

 

Figure 8.1 SF-36 / SF-12 summary mental and physical scores for female patients living in 

the city, compared with 75+ age group population norms 

8.4.2 Male patients who live in the city 

The mean domain scores, and summary physical and mental scores (SE) for male patients 

who live in the city are reported in Table 8.8 for each month of data collection.  Month 0 is 

the SF-36 scores, and months 1-5 are the SF-12 scores (with appropriate questions 

abstracted). 

Table 8.8 Mean and SE values for male patients who live in the city 

domains months 0=0.1 0=0.1 0=0.1 0=0.1 0=0.1 

 0 1 2 3 4 5 

Physical 

functioning 

1.6 (0.2) 1.9 (0.1) 1.8 (0.2) 1.7 (0.2) 1.8 (0.2) 1.9 (0.1) 

Role physical 1.5 (0.2) 1.8 (0.2) 1.7 (0.2) 1.5 (0.3) 1.5 (0.2) 1.7 (0.2) 

Bodily pain 0.7 (0.1) 0.7 (0.1) 0.7 (0.1) 0.8 (0.1) 0.7 (0.2) 0.9 (0.1) 

General health 0.9 (0.1) 1.0 (0) 1.0 (0) 1.0 (0) 0.9 (0.1) 0.9 (0.1) 

Vitality 1.0 (0) 1.0 (0) 1.0 (0) 1.0 (0) 1.0 (0) 1.0 (0) 

Social functioning 0.9 (0.1) 0.7 (0.1) 0.7 (0.1) 0.8 (0.1) 0.9 (0.1) 0.9 (0.1) 

Role emotional 0.8 (0.2) 0.8 (0.3) 1.2 (0.3) 1.1 (0.3) 0.9 (0.3) 1.2 (0.3) 

Mental health 2.0 (0) 1.5 (0.2) 1.2 (0.2) 1.7 (0.1) 1.4 (0.3) 1.8 (0.1) 

Female patients, city 
Summary physical

Summary mental
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Summary physical 34.6 

(2.3) 

29.0 

(3.5) 

33.2 

(3.7) 

33.8 

(3.3) 

31.9 

(6.3) 

31.6 

(4.2) 

Summary mental 37.7 

(1.6) 

49.2 

(5.8) 

49.4 

(3.4) 

47.1 

(3.6) 

52.8 

(2.7) 

46.2 

(2.9) 

 

Comparison of the summary scores with the population norms for male patients (reported 

previously) indicates that, over the monthly data collection period, male patients living in 

the city also did not achieve the population norms for their age group for summary physical 

scores, but they did achieve close to the population norms for summary mental scores as 

the months went on.  This is reported in Figure 8.2. 

 

Figure 8.2 SF-36 / SF-12 summary mental and physical scores for male patients living in the 

city, compared with 75+ age group population norms 

8.4.3 City patient gender comparisons 

Comparing the health-related quality of life summary scores for male and female patients in 

the city, there was a significant difference in the summary physical scores (independent t-

test p value of 0.04) with female patient scores being lower on month 0, and after month 1.  

There was no significant gender difference in summary mental scores (p=0.16).   

8.4.4 Female patients who live in the country 

The mean domain scores and summary physical and mental scores (SE) for female patients 

who live in the country are reported in Table 8.9 for each month of data collection.  Month 

0 is the SF-36 scores, and months 1-5 are the SF-12 scores. 

  

Male patients, city 
Summary physical

Summary mental
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Table 8.9 Mean and SE values for female patients who live in the country 

domains months 0=0.1 0=0.1 0=0.1 0=0.1 0=0.1 

 0 1 2 3 4 5 

Physical 

functioning 

1.5 (0.2) 1.8 (0.1) 1.8 (0.2) 1.5 (0.3) 1.4 (0.3) 1.7 (0.3) 

Role physical 1.4 (0.2) 1.3 (0.3) 1.2 (0.3) 1.6 (0.3) 1.1 (0.3) 1.7 (0.3) 

Bodily pain 0.9 (0.1) 0.7 (0.1) 0.7 (0.1) 0.8 (0.1) 0.7 (0.1) 0.7 (0.2) 

General health 1.0 (0) 1.0 (0) 1.0 (0) 1.0 (0) 0.9 (0.1) 1.0 (0) 

Vitality 1.0 (0) 1.0 (0) 1.0 (0) 1.0 (0) 0.9 (0.1) 1.0 (0) 

Social functioning 0.7 (0.1) 0.4 (0.2) 0.6 (0.1) 0.6 (0.2) 0.6 (0.2) 0.7 (0.2) 

Role emotional 0.9 (0.2) 0.9 (0.3) 1.0 (0.3) 1.1 (0.3) 0.5 (0.3) 1.6 (0.4) 

Mental health 2.0 (0) 1.8 (0.1) 1.7 (0.1) 1.7 (0.2) 1.5 (0.2) 1.7 (0.2) 

Summary 

physical 

35.6 

(2.2) 

36.3 

(3.4) 

34.8 

(3.8) 

34.6 

(3.6) 

38.4 

(4.4) 

37.2 

(4.9) 

Summary mental 38.2 

(2.4) 

56.3 

(2.8) 

44.1 

(4.4) 

44.2 

(4.4) 

48.1 

(4.3) 

41.6 

(4.8) 

 

Comparison of the summary scores with the population norms for female patients (reported 

earlier in this chapter), indicates that, over the monthly data collection period, female 

patients living in the country achieved close to the population norms for their age group for 

the summary physical scores, and fluctuated around the population mean summary mental 

score.  This is reported in Figure 8.3.  

 

Figure 8.3 SF-36 / SF-12 summary mental and physical scores for female patients living in 

the country, compared with 75+ age group population norms 

  

Female patients, country 

Summary physical

Summary mental
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8.4.5 Comparing female patients in the city and country 

Female patients in the country reported health-related quality of life summary physical 

scores closer to the population norms than their city counterparts, as illustrated in Figure 

8.4.  The difference was significant, with a p value from the independent t-test of 0.003.  

The city patient scores were also more variable in pattern compared with the country 

patient scores, with the country patients attaining, and then retaining, scores close to the 

population norms within the first month post discharge.  The city patients showed a 

dramatic decrease in scores at month 2, with scores rising slowly in the following months.  

There were no significant differences in the summary mental scores between these groups 

of female patients, as illustrated in Figure 8.5. 

 

Figure 8.4 Differences between country and city female patients in summary physical scores  

 

Figure 8.5 Differences between country and city female patients in summary mental scores 

Country and city female patients: summary physical 
scores 

Summary physical city

Summary physical country

Country and city female patients: summary mental scores 

Summary mental city

Summary mental country
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8.4.6 Male patients who live in the country 

The mean domain scores and summary physical and mental scores (SE) for male patients 

who live in the country are reported in Table 8.10 for each month of data collection.  Month 

0 is the SF-36 scores, and months 1-5 are the SF-12 scores. 

 

Table 8.10 Mean and SE values for male patients who live in the country  

domains months 0=0.1 0=0.1 0=0.1 0=0.1 0=0.1 

 0 1 2 3 4 5 

Physical 

functioning 

1.5 (0.2) 1.5 (0.3) 1.8 (0.2) 1.7 (0.2) 1.2 (0.5) 1.7 (0.3) 

Role physical 1.4 (0.3) 1.1 (0.4) 1.3 (0.3) 1.7 (0.3) 1.2 (0.5) 1.5 (0.5) 

Bodily pain 0.6 (0.1) 0.6 (0.2) 0.7 (0.3) 0.7 (0.2) 0.4 (0.2) 1.0 (0) 

General health 1.0 (0) 1.0 (0) 1.0 (0) 1.0 (0) 1.0 (0) 1.0 (0) 

Vitality 0.8 (0.1) 1.0 (0) 1.0 (0) 1.0 (0) 1.0 (0) 1.0 (0) 

Social functioning 0.5 (0.1) 0.6 (0.2) 0.5 (0.2) 0.4 (0.2) 0.2 (0.2) 0.7 (0.3) 

Role emotional 1.2 (0.3) 0.8 (0.4) 1.1 (0.6) 1.0 (0.4) 0.6 (0.4) 1.3 (0.7) 

Mental health 1.6 (0.1) 0.8 (0.3) 1.3 (0.2) 1.3 (0.3) 1.5 (0.3) 1.5 (0.5) 

Summary physical 36.6 

(3.9) 

41.3 

(4.7) 

35.7 

(8.3) 

39.0 

(1.8) 

40.7(5.8) 40.2 

(3.6) 

Summary mental 39.8 

(2.6) 

51.2 

(5.6) 

44.4 

(7.6) 

53.5 

(4.8) 

57.1 

(1.1) 

52.6 

(9.5) 

 

Comparison of the summary scores with the population norms for male patients (reported 

earlier in this chapter), indicates that, over the monthly data collection period, male 

patients living in the country achieved close to the population norms for their age group for 

both the summary mental and physical scores.  This is reported in Figure 8.6.  
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Figure 8.6 SF-36 / SF-12 summary mental and physical scores for male patients living in the 

country, compared with 75+ age group population norms 

 

8.4.7 Gender comparisons for country patients 

Comparing the health-related quality of life summary scores for male and female patients in 

the country, there was a significant difference in the summary physical scores (independent 

t-test p value of 0.03) with female patient scores being overall lower.  There was no 

significant gender difference in summary mental scores (p=0.26). 

 

8.4.8 Comparing male patients in the city and country 

Male patients in the country reported health-related quality of life summary physical scores 

closer to the population norms than their city counterparts, as illustrated in Figure 8.7.  As 

was the case for female patients, the difference was significant, with a p value from the 

independent t-test of 0.0003.  The city male patient scores were also more variable in 

pattern compared with the country male patient scores, with the country patients attaining 

and then retaining, scores close to the population norms within the first month post 

discharge.  As for the female patients in the city (who showed a decrease in sores at month 

2), the male city patients showed a decrease in scores at month 1, with scores rising slowly 

in the following months.  There were no significant differences in the summary mental 

scores between these groups of male patients, as illustrated in Figure 8.8.  There was more 

variability across the months however for the scores for city and country male patients than 

was observed for the female patients. 

 

Male patients, country 

Summary physical

Summary mental
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Figure 8.7 Differences between country and city male patients in summary physical scores  

 

 

Figure 8.8 Differences between country and city male patients in summary mental scores  

 

8.4.9 Summary 

Country patients overall had higher summary physical and mental quality of life scores than 

their city counterparts.  Male patients scored higher than female patients in both summary 

domains, in the country and the city.  Summary physical and mental scores in the country 

approximated the population norms within one to two months of discharge, whereas in the 

city the scores (particularly noticeable in the summary physical scores) never reached the 

population norm level. 

 

  

Country and city male patients: summary physical scores 

Summary physical city

Summary physical country

Country and city male patients: summary mental scores  

Summary mental city

Summary mental country
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8.5 SF-12 scores for carers 

As for the patients, we attempted to ease the respondent burden on carers by using the SF-

12 instrument in preference to the SF-36 instrument in the month-by-month follow-up.  The 

scores were collated in the same manner as was described for patients.  Month 0 refers to 

the SF-36 scores, and months 1-5 are the SF-12 scores. 

The number of carers who completed all six administrations of the SF-36 / SF-12 health-

related quality of life questionnaire was less than 20, and therefore stratifying them by both 

gender and location was inappropriate.  We stratified them into gender groups only. 

 

8.5.1 Female carers  

The mean domain scores, and summary physical and mental scores, (SE) for female carers 

are reported in Table 8.11 for each month of data collection.  

Table 8.11 SF-36 / SF-12 mean and SE values for female carers 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

domains months 0=0.1 0=0.1 0=0.1 0=0.1 0=0.1 

 0 1 2 3 4 5 

Physical 

functioning 

0.8 (0.5) 1.3 (0.7) 0 (0) 1.0 (0.6) 1.0 (0.6) 0.5 (0.5) 

Role physical 0.4 (0.4) 0.7 (0.7) 0 (0) 0.7 (0.5) 1.0 (0.6) 0.5 (0.5) 

Bodily pain 0.4 (0.2) 0.3 (0.3) 0.3 (0.2) 0.2 (0.2) 0.5 (0.3) 0.2 (0.2) 

General health 0.6 (0.2) 0.7 (0.3) 0.3 (0.3) 0.5 (0.3) 0.7 (0.2) 0.5 (0.3) 

Vitality 0.8 (0.2) 1.0 (0) 0.7 (0.3) 0.7 (0.2) 0.7 (0.2) 0.7 (0.2) 

Social functioning 0.6 (0.2) 0.7 (0.3) 0.3 (0.3) 0.5 (0.3) 0.5 (0.3) 0.2 (0.2) 

Role emotional 0.8 (0.5 0.7 (0.7) 0.9 (0.5) 1.0 (0.6) 1.3 (0.7) 0.5 (0.5) 

Mental health 1.6 (0.2) 1.7 (0.3) 0.3 (0.3) 1.2 (0.5) 1.2 (0.5) 1.5 (0.5) 

Summary physical 48.7 (6.7) 47.1 

(4.9) 

56.1 

(0.6) 

47.4 

(5.6) 

43.2 (6.5) 50.2 

(5.6) 

Summary mental 41.1 (23.3) 44.7 

(8.7) 

58.4 

(1.9) 

42.1 

(1.3) 

37.0 

(10.4) 

50.1 

(7.3) 
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Comparison of the summary scores for female carers with the population norms (reported 

earlier in this chapter) indicates the variability of summary physical and mental health 

scores over the months post discharge of their patient.  We note that the scores increased 

until the second month post discharge of the patient, and then the scores decreased in both 

physical and mental health domains.  This is reported in Figure 8.9.  
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Figure 8.9 SF-36 / SF-12 summary mental and physical scores for female carers compared 

with 60–74 year age group population norms 

 

8.5.2 Male carers 

The mean domain scores and summary physical and mental scores (SE) for male carers are 

reported in Table 8.12 for each month of data collection.  Month 0 is the SF-36 scores, and 

months 1-5 are the SF-12 scores. 

Table 8.12 SF-36 / SF-12 mean and SE values for male carers 

domains months 0=0.1 0=0.1 0=0.1 0=0.1 0=0.1 

 0 1 2 3 4 5 

Physical 

functioning 

0.9 (0.3) 0.8 (0.4) 2 (0) 1.0 (0.6) 1.0 (0.6) 0.5 (0.5) 

Role physical 0.6 (0.3) 0.7 (0.4) 0.9 (0.5) 0.7 (0.5) 1.0 (0.6) 0.5 (0.5) 

Bodily pain 0.5 (0.2) 0.5 (0.2) 0 (0) 0.2 (0.1) 0.5 (0.3) 0.2 (0.2) 

General health 1.0 (0.2) 1.0 (0.3) 0.3 (0.3) 0.5 (0.3) 0.7 (0.2) 0.5 (0.3) 

Vitality 0.9 (0.1) 1.0 (0) 0.7 (0.3) 0.7 (0.2) 0.7 (0.2) 0.7 (0.2) 

Social functioning 0.2 (0.2) 0.7 (0.2) 0.5 (0.3) 0.5 (0.3) 0.2 (0.2) 0.8 (0.5) 

Role emotional 0.4 (0.3) 0.8 (0.4) 1.0 (0.6) 1.3 (0.7) 0.5 (0.5) 1.6 (0.2) 
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Mental health 1.7 (0.2) 1.2 (0.4) 1.2 (0.5) 1.2 (0.5) 1.5 (0.5) 1.3 (0.5) 

Summary physical 48.3 

(4.0) 

45.6 

(5.1) 

43.2 

(0.6) 

44.8 

(5.6) 

43.2(6.5) 50.2 

(5.6) 

Summary mental 45.6 

(2.9) 

48.0 

(5.1) 

58.2 

(2.9) 

56.7 

(3.5) 

57.0 

(8.4) 

58.1(6.3) 

 

Comparison of the summary scores for male carers with the population norms (reported 

previously) indicates that, over the monthly data collection period, male carers had 

summary physical health scores that consistently exceeded the population norm.  Male 

carers also had an increase in mental summary scores that caused the carer scores to 

exceed the population norm from the second month of data collection.  This is reported in 

Figure 8.10. 

 

 

Figure 8.10 SF-36 / SF-12 summary mental and physical scores for male carers compared 

with the 60-74 year age group population norms 

 

8.5.3 Gender comparisons for carers 

There were no significant differences between the physical summary scores for female and 

male carers across the six months of testing (multiple ANOVA p=0.16), but the difference 

between the mental summary scores approached significance (p=0.055), with the male 

carer scores being consistently higher than the female carer scores. 

 

  

Carers, male 

summary physical

summary mental



 Independent Community Living After Discharge From Hospital  

 

  P a g e |  90  

8.6 Comparisons between patients and carers  

8.6.1 Patients with carers, patients without carers and carers 

We were interested in the perspectives of patients with and without carers, to test the 

hypothesis that carers had a significant effect on the way that patients coped in the 

community after a change in health status.  We compared the scores of patients with and 

without carers, and of the carers themselves, for the PREPARED and quality of life 

instruments.  The mean values (standard deviations) and the p values from appropriate 

comparison of means (t-tests or ANOVA) are reported in Table 8.13. 

There were no differences across patient / carer groups between perception of quality of 

discharge planning processes, but there was a significant difference in the perceived quality 

of the outcome of discharge planning, where patients with carers perceived the quality to 

be far higher than did the other two groups.  Across the six months of data collection, carers 

had consistently higher summary physical quality of life scores than either of the patient 

groups.  Patients with carers started with poorer summary physical scores than patients 

without carers, but these scores became higher than those for patients without carers by 

the last two months of data collection, suggesting possibly the effect of a carer in improving 

their physical health.  There was a variable pattern in the quality of mental health reported 

across the three groups, with carers commencing the data collection period with higher 

scores than either of the patient groups, but dropping below the scores of patients without 

carers in the middle few months.  Unlike the summary physical scores, there was no 

significant difference between the mental health scores of these three groups, other than in 

month 0.  Patients without carers had higher mental quality of life scores than patients with 

carers throughout the data collection period.  These findings are graphed as mean values in 

Figures 8.11a, b and c.  
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Table 8.13 Mean values (SD) of scores for patients with carers, patients without carers and 

for carers 

 PREPARED process PREPARED outcome 

Patients with carers 

Mean (SD) 

 

65.4% (20.5%) 

 

69.2% (26.6%) 

Patients without 

carers 

Mean (SD) 

 

49.1% (21.8%) 

 

46.2% (28.8%) 

Carers (SD) 49.2% (17.4%) 54.3 (12.7%) 

p value >0.05 <0.05 

 

SF-36 / SF-12 

Summary physical 

Month 

0 

Month 

1 

Month 

2 

Month 

3 

Month 

4 

Month 

5 

Patients with carers 

Mean (SD) 

31.3 

(10.3) 

25.3 

(6.7) 

35.2 

(17.7) 

33.7 

(13.3) 

35.5 

(12.2) 

35.3 

(15.5) 

Patients without 

carers 

Mean (SD) 

34.6  

(9.5) 

36.2 

(10.6) 

32.2 

(10.4) 

34.2  

(9.1) 

32.6 

(10.6) 

32.9  

(9.6) 

Carers (SD) 48.4 

(12.4) 

46.1 

(10.8) 

52.9  

(6.5) 

46.8 ( 

8.1) 

43.6  

(9.2) 

48.9 

(10.2) 

p value <0.05 <0.05 <0.05 0.06 <0.05 <0.05 

 

SF-36 / SF-12 

Summary mental 

Month 

0 

Month 

1 

Month 

2 

Month 

3 

Month 

4 

Month 

5 

Patients with carers 

Mean (SD) 

35.7  

(9.5) 

40.4 

(14.2) 

41.6 

(15.2) 

38.1 

(13.5) 

47.4 

(14.2) 

42.4 

(11.8) 

Patients without 

carers 

Mean (SD) 

39.1  

(8.3) 

53.1  

(9.5) 

46.0 

(12.2) 

48.8 

(11.9) 

50.0  

(9.4) 

46.2 

(10.8) 

Carers (SD) 43.8  

(8.0) 

46.9 

(12.6) 

58.4  

(2.6) 

47.6 

(17.1) 

37.0 

(18.1) 

52.5 

(13.7) 
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p value <0.05 0.08 0.13 0.2 0.19 0.4 

 

 

Figure 8.11a PREPARED scores for patients with and without carers, and for carers  

 

Figure 8.11b SF-36 / SF-12 summary physical scores for patients with carers, patients 

without carers, and for carers  

 

 

Figure 8.11c SF-36 / SF-12 summary mental scores for patients with carers, patients without 

carers and for carers  
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8.6.2 Gender effects in the carer / patient relationship 

In more than 95% of instances in our study, the carer for the patient was the spouse.  Thus 

we compared the evaluation of discharge planning quality, and the self-reports of health-

related quality of life, between male patients and female carers, and between female 

patients and male carers.  The aim of this investigation was to map differences in 

perspective, and to test for congruence of response within spousal pairs.  Independent t-

tests were used to compare the significance of the differences.  A summary of the statistical 

testing is provided in Table 8.14, with the means and standard deviations.  The findings are 

also graphed in Figures 8.12a, b and c, indicating the different pattern of responses within 

the gender mix of patient and carer, and also the interplay between carer and patient 

responses in the quality of life scores, particularly in the mental health scores.  Examples of 

this interplay are found consistently in the qualitative interview data from patient and / or 

carer participants in the study.  Issues that may effect the mental health include: threats to 

the stability of the marriage because of changed roles and expectations, worry about the 

future, lack of ability to live life the way it was previously enjoyed within the spousal 

relationship, and the need to rely on others to assist with daily activities. 

Table 8.14 Perspective of quality of discharge planning by patient and carer gender 

 PREPARED process PREPARED outcome 

Male patient with female 

carer 

Mean (SD) 

P value  

 

36.1 (3.9) / 83.6 (12.6) 

<0.05 

 

70.0 (42.5) / 60 (10.3) 

>0.05 

Female patient with male 

carer 

Mean (SD) 

p value 

 

70.7 (17.3) /54.2 

(12.9) 

<0.05 

 

69.1 (25.0) /51.1 

(13.2) 

>0.05 
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Table 8.15 SF-36 / SF-12 summary physical scores by patient and carer gender 

SF-36 / SF-12 

Summary physical 
Month 0 Month 1 Month 2 Month 3 Month 4 Month 5 

Male patient mean 

Female carer mean 

P value 

31.5 (9.6) 

48.7 (2.1) 

<0.05 

21.0 

(1.6) 

47.1 

(2.9) 

<0.05 

31.0 (2.6) 

56.1 (3.2) 

<0.05 

23.4 

(2.9) 

47.4 

(4.2) 

<0.05 

43.6 

(11.0) 

43.2 

(6.4) 

>0.05 

19.8 

(11.2) 

50.2 

(3.7) 

<0.05 

Female patient mean 

(SD) 

Male carer mean (SD) 

P value 

37.1 (9.5) 

48.3 (5.1) 

>0.05 

26.7 

(7.4) 

45.6 

(4.1) 

<0.05 

35.2 (7.7) 

43.2 (7.6) 

>0.05 

36.2 

(13.8) 

44.8 

(4.8) 

>0.05 

45.5 

(!2.2) 

43.2 

(2.4) 

>0.05 

40.4 

(14.3) 

50.2 

(4.2) 

>0.05 

Table 8.16 SF-36 / SF-12 summary mental scores by patient and carer gender 

SF-36 / SF-12 

Summary mental 
Month 0 Month 1 

Month 

2 
Month 3 Month 4 Month 5 

Male patient mean 

Female carer mean 

P value 

32.9 (9.7) 

41.1 (5.7) 

>0.05 

26.0 

(2.9) 

44.7 

(4.1) 

<0.05 

40.2 

(9.6) 

58.4 

(5.2) 

>0.05 

38.0 

(15.5) 

42.1 

(5.8) 

>0.05 

48.2 

(11.2) 

37.0 (6.4) 

>0.05 

44.9 

(11.5) 

50.1 (4.1) 

<0.05 

Female patient 

mean (SD) 

Male carer mean 

(SD) 

p value 

30.7 (9.7) 

46.5 (5.1) 

<0.05 

45.0 

(13.1) 

48.0 

(4.3) 

>0.05 

47.9(12.

1) 

58.2 

(9.1) 

>0.05 

38.2 

(12.9) 

56.7 

(4.8) 

<0.05 

47.4 

(14.3) 

57.0 (9.1) 

>0.05 

41.6 

(14.3) 

58.1 (7.2) 

>0.05 
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Male patient and female carer Female patient and male carer 

Figure 8.12a PREPARED scores by patient and carer gender  

 

Male patients and female carers Female patients and male carers 

Figure 8.12b SF-36 / SF-12 summary physical scores by patient and carer gender  

 

 

 

 

 

 

 

 

Figure 8.12c SF-36 / SF-12 summary mental scores by patient and carer gender  

 

8.6.3 Predicting responses in health-related quality of life 

The longitudinal nature of the data enabled us to undertake investigations of the predictors 

of quality of life.  The research questions we framed were:  

PREPARED scores 

male pts

female carers

PREPARED Scores 
female patient

male carer

Summary physical QoLscores 

female carers

male pts

Summary physical QoL scores 

male carers

female pt

Male patients and female carers FFemale patients and male carers 

 Summary mental QoL scores 

female carers

male pts

Summary mental QoL scores 

male carers

female pt
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"Is good discharge planning associated with good mental and physical health scores 

immediately post discharge, and at subsequent months post discharge for patients and 

carers?" 

"Does health-related quality of life in one month predict health related quality of life in the 

subsequent month for patients and carers?" 

Based on the descriptive findings in mean quality of life and quality of discharge planning 

scores outlined in the earlier sections of this chapter, and the lack of significance of many of 

the statistical tests, we suspected that there was a non-linear association between variables 

from one month to the next.  This was confirmed by the generally low correlation 

coefficients obtained from relevant correlation tests (Pearson and Spearman) between 

variables.  The correlation coefficients are reported in Appendix 4, highlighting the 

consistent lack of correlation between monthly health-related quality of life scores between 

patients.  These also suggested that for patients and carers, for months one to five, 

responses were independent of the previous month's responses. 

To better understand the relationships between variables, we applied logistic regression 

models to test the strength of association between patient quality of life scores (physical 

and mental) and their perception of the quality of discharge planning, the month of data 

collection, gender, carer status and location.  This required dichotomisation of the variables 

as outlined below.  We chose only to look at prediction of patient quality of life scores 

because we lacked sufficient numbers of carers to investigate their data, in a sufficiently 

robust sense, as dependent variables.  The quality of patients' perceptions of discharge 

planning was dichotomised as: 

1 = greater than 80% of the possible total score for PREPARED process and for outcome 

(good quality) 

0 = 80% or less of the possible total score for PREPARED process and for outcome (poor 

quality) 

The summary mental and physical health scores were dichotomised as less than the Lower 

95% Confidence Limit around the relevant gender-adjusted population mean for patients.  

For the physical quality of life scores this equated to categories of 

1 = summary physical scores of greater than 39 (high, or consistent with population norms) 

0 = summary physical scores of 39 or less (low, or inconsistent with population norms) 

For the mental quality of life scores this was reflected in categories 
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1 = summary physical scores of greater than 50 (high, or consistent with population norms) 

0 = summary physical scores of 50 or less (low, or inconsistent with population norms) 

Location was dichotomised as 1 = city and 0 = country.  Gender was dichotomised as 1 = 

female and 0 = male, and the presence of a carer was designated as 1 = present and 0 = 

absent. 

Table 8.15 outlines the findings of univariate logistic regression models in which the 

dependent variable was physical or mental summary health-related quality of life scores for 

patients.  These findings highlight the strong relationship between patient physical and 

mental quality of life at any one point in time.  They also indicate the significant impact of a 

carer on the physical quality of life, but not on the mental quality of life, of patients.  

Country patients are significantly more likely to have better physical health than their city 

counterparts, although the effect of location on mental quality of life was not significant.  

These results also indicate a significant improvement in mental quality of life for patients as 

time progressed, compared with their mental health status immediately post discharge. 

Within these models, we also attempted to investigate the effects of carer mental and 

physical quality of life each month on the patient quality of life scores, but found no 

significant predictive potential.  We suspect that this is because of the small number of 

carers who provided us with per month scores (and that our lack of significant findings was 

due to small numbers of subjects in the iterations of the model, rather than a true lack of 

effect).  Moreover, the small number of patients and carers in each of the sub-groups 

precluded further investigation of multiple or interaction effects on health-related quality of 

life of patients overall, or per month. 

Table 8.17 Odds ratios from univariate logistic regression models (significance indicated by 

*) 

Model A: Dependent variable = High summary physical health-related quality of life scores 

(1) compared with low (0) 

Independent variable   Comparison variable Odds ratio (95%CL) 

Time since discharge  (Month 0)  

 Month 1 of data 

collection 

Immediately post discharge 1.2 (0.5 - 2.5) 

 Month 2 of data Immediately post discharge 0.8 (0.3 - 1.8) 
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collection 

 Month 3 of data 

collection 

Immediately post discharge 1.4 (0.7 - 3.2) 

 Month 4 of data 

collection 

Immediately post discharge 0.7 (0.3 - 1.6) 

 Month 5 of data 

collection 

Immediately post discharge 0.9 (0.4 - 2.2) 

Gender of patient   

 Female Male 0.8 (0.5 - 1.4) 

Summary mental health 

scores 

  

 High  Low 3.7 (2.1 - 6.4) * 

Carer   

 Present Absent 2.6 (1.5 - 4.5) * 

Location   

 City Country 0.3 (0.2 - 0.6)* 

 

Model B: Dependent variable = High summary mental health-related quality of life scores 

(1) compared with low (0) 

 

In our cohort, physical health and mental health scores were positively associated.  Yet, 

while physical health scores did not change appreciably after discharge, mental health 

scores improved in the first month after discharge, but then began to fall.  Our rural patients 

Independent variable   Comparison variable Odds ratio (95%CL) 

Time since discharge  (Month 0)  

 Month 1 of data collection Immediately post discharge 11.7 (4.0-32.4)* 

 Month 2 of data collection Immediately post discharge 6.8 (2.3 - 19.6)* 

 Month 3 of data collection Immediately post discharge 7.3 (2.5 - 20.9)* 

 Month 4 of data collection Immediately post discharge 6.8 (2.3 - 20.3)* 

 Month 5 of data collection Immediately post discharge 6.1 (1.9 - 19.0)* 

Gender of patient   

 Female Male 0.8 (0.4 - 1.3) 

Summary physical health scores   

 High  Low 3.7 (2.1 - 6.4)* 

Carer   

 Present Absent 1.0 (0.6 - 1.8) 

Location   

 City Country 0.8 (0.4 - 1.3) 
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had better physical health scores but not better mental health scores than their city 

counterparts.  Having a carer was associated with a better physical health score, but not a 

better mental health score.  These results draw attention to the mental health (broadly 

defined) of patients.  We postulate that these results reflect a period of coming to terms, in 

a grief-like process, with the impact of reduced physical abilities on life-style and quality of 

life, and that this process may not be complete even six months after discharge. 

 

8.7 Summary 

8.7.1 PREPARED responses 

There were no significant differences in the scoring of the quality of discharge planning 

using PREPARED, when comparing country and metropolitan patients.  There was a 

significant difference however between male and female patients’ PREPARED responses, 

although this was found only in the overall preparedness for discharge outcome question.  

Female patients valued the quality of their preparation for discharge planning more highly 

than male patients.  There were no significant differences between the country and 

metropolitan scores for carers, but there was a significant difference between male and 

female carers’ PREPARED responses (for the preparation for discharge process question), 

with female carers valuing their own and patient’s preparation for discharge more highly 

than male carers.  There were no differences across patient / carer groups with regards to 

perception of quality of discharge planning process, but there was a significant difference in 

the perceived quality of the outcome of discharge planning, where patients with carers 

perceived the quality to be far higher than did patients without carers, or the carers 

themselves. 

 

8.7.2 Quality of life scores 

8.7.2.1 Patients in the month post discharge 

Significant differences were observed between metropolitan and country female patients in 

physical functioning, vitality and the summary physical scores, with country patients scoring 

higher in each category that metropolitan patients.  All quality of life scores were well below 

the Australian population norms.  A significant difference was found between the mean SF-

36 scores for metropolitan and rural male patients for the vitality domain, with rural 

patients scoring more highly than city patients.  As was noted for females, there are large 
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SE, indicating wide variability within the groups.  All mean scores were well below the 

Australian population norms. 

8.7.2.2 Carers in the month post patient discharge 

A significant difference was found in the mean domain score for vitality between country 

and metropolitan female carers, with city female carers scoring higher than their rural 

counterparts.  A significant difference was observed in the role emotional score, when 

comparing male carers in the city and the country, with the country carers scoring higher.  

The small number of male carers in the country casts doubt on the robustness of the 

findings.  There was a significant difference between male and female carers in the domain 

score for vitality, with men scoring higher (as was found for patients). 

8.7.2.3 Patients in the five months post discharge 

Comparison of SF-12 summary scores with the population norms for female patients 

indicates that at no time over the monthly data collection period did female patients living 

in the city achieve the population norms for their age group for either summary mental or 

physical scores.  Comparison of the summary scores with the population data for male 

patients indicates that, over the monthly data collection period, male patients living in the 

city also did not achieve the population norms for their age group for summary physical 

scores, but they did achieve close to the population norms for summary mental scores as 

the months went on. 

Comparing the health-related quality of life summary scores for male and female patients in 

the city, there was a significant difference in the summary physical scores with female 

patient scores being overall lower on month 0, and after month 1.  There was no significant 

gender difference in summary mental scores. 

Comparison of the summary scores with the population data for female patients indicates 

that, over the monthly data collection period, female patients living in the country achieved 

close to the population norms for their age group for the summary physical scores, and 

fluctuated around the population mean summary mental score. 

Female patients in the country reported health-related quality of life summary physical 

scores closer to the population norms than did their city counterparts.  The difference was 

significant.  The city patient scores were also more variable in pattern compared with the 

country female patient scores, with the country patients attaining, and then retaining, 

scores close to the population norms within the first month post discharge.  The city 
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patients showed a dramatic decrease in scores at month 2, with scores rising slowly in the 

following months.  There were no significant differences in the summary mental scores 

between these groups of female patients. 

Comparison of the summary scores with the population data for male patients indicates 

that, over the monthly data collection period, male patients living in the country achieved 

close to the population norms for their age group for both the summary mental and physical 

scores.  Comparing the health-related quality of life summary scores for male and female 

patients in the country, there was a significant difference in the summary physical scores, 

with female patient scores being overall lower.  There was no significant gender difference 

in summary mental scores.  Male patients in the country reported health-related quality of 

life summary physical scores closer to the population norms than their city counterparts.  As 

for female patients, the difference was significant.  The city patient scores were also more 

variable in pattern compared with the country male patient scores, with the country 

patients attaining, and then retaining, scores close to the population norms within the first 

month post discharge.  As was the case for the female patients in the city, the male city 

patients showed a decrease in scores at month 1, with scores rising slowly in the following 

months.  There were no significant differences in the summary mental scores between 

these groups of male patients.  There was more variability across the months however for 

the scores for city and country male patients than was observed for the female patients. 

Country patients overall had higher summary physical and mental quality of life scores than 

their city counterparts.  Male patients scored higher than female patients in both summary 

domains, in the country and the city.  Summary physical and mental scores in the country 

approximated the population norms within one to two months of discharge, whereas in the 

city the scores (particularly noticeable with the summary physical scores) never reached the 

population norm level. 

8.7.2.4 Carers in the five months post patient discharge 

Comparison of the summary scores for female carers with the population norms indicates 

the variability of summary and physical mental health scores over the months post 

discharge of their patient.  We note that the scores seemed to increase until the second 

month post discharge of the patient, and then decrease, in both physical and mental health 

domains.  Comparison of the summary scores for male carers with the population data 

indicates that over the monthly data collection period male carers had consistent summary 
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physical health scores, with an increase in mental summary scores from month 2 that 

consistently exceeded the population norms. 

There were no significant differences between the physical summary scores for female and 

male carers across the six months of testing, but the difference between the mental 

summary scores approached significance, with the male carer scores being consistently 

higher than the female carer scores.  

Across the six months of data collection, carers had consistently higher summary physical 

quality of life scores than either of the patient groups.  Patients with carers started with 

lower summary physical scores than patients without carers, but these scores became 

higher than those for patients without carers by the last two months of data collection, 

suggesting possibly that the presence of a carer improved their physical health.  There was a 

variable pattern in quality of mental health reported across the three groups, with carers 

commencing the data collection period with higher scores than either of the patient groups, 

but dropping below the scores of patients without carers in the middle few months.  Unlike 

the summary physical scores, there was no significant difference between the summary 

mental scores for these three groups.  Patients without carers had higher mental quality of 

life scores than patients with carers throughout the data collection period. 

8.7.2.5 What does this mean? 

We conclude that caring for an elderly ill patient does not appear to have a long-term 

impact on the quality of physical health of a carer, but influences their mental health such 

that it becomes poorer as time goes on.  For patients with a carer however, their mental 

health related quality of life improves over time.  Patients without carers have similar 

physical health over time to patients with carers, but the mental health of patients without 

carers is consistently better than that of patients with carers for the six months post 

hospitalisation. 

Our findings highlight the strong relationship between patient physical and mental quality of 

life at any one point in time.  They also indicate the significant impact of a carer on the 

physical, but not the mental, quality of life of patients.  Country patients are significantly 

more likely to have better physical health than their city counterparts, although the effect of 

location on mental quality of life was not significant.  These results also indicate the 

significance of improvement in mental quality of life over time for patients, compared with 

their mental health status immediately post discharge.
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Chapter Nine: Discussion 
 

This chapter synthesises the findings from our project into practical suggestions to improve 

the ways in which recently ill elderly people can adapt to changed health and social 

circumstances and, where possible, continue to live independently in the community. 

 

9.1 Introduction 

We sought to synthesise the complex themes derived from repeated interviews over time 

with recently ill elderly patients and their carers, with information about the systems within 

which post-discharge services are currently provided.  This allowed us to make 

recommendations for improving the quality of transition from hospital to home that will 

impact significantly on the satisfaction of all stakeholders (patients, carers, hospital and 

community health providers, the community and funding agencies).  We sought to highlight 

and understand issues that, to date, have been poorly addressed in the literature, and which 

appear to constrain appropriate transition by patients from hospital to the community, as 

well as their and their carers’ adaptations to changed health and social circumstances. 

The critical appraisal of the literature that we presented in Chapter 3 highlighted the lack of 

high quality research findings regarding efficacious discharge planning / transition 

initiatives, and indicated the variability of type and implementation of the interventions in 

different settings.  Thus it is difficult to demonstrate the usefulness of discharge planning / 

transition initiatives per se, without taking into account the constraints of local health care 

systems, patient and carer type and need, staff type and expertise in delivering the 

discharge planning intervention appropriately, and appropriate outcome measures.  These 

issues also constrain the external generalisability of most research findings, in that even 

where there is good evidence for a particular community support system or mechanism for 

smoothing the transition from hospital to community, decisions to implement these 

activities in other communities need to be undertaken with caution because of the generally 

unexplored nature of confounding variables and interaction effects. 

With these constraints in mind, the key issues that were raised from our study were: 

1. What are the long term health and social outcomes for patients and carers?  

 What is the effect of service rationalisation on patient and carer health? 
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 How soon after discharge should services be provided, and for how long should services 

continue? 

 What messages are the services giving to their clients in terms of: 

 How important is the client? 

 What can the client do to help themselves? 

 Whether the client is offered (or takes) responsibility in service provision and 

evaluation? 

 What is the redress? 

 What other types of services (other than funded health services) does the client use? 

 What costs the client incurs? 

 Are clients responding adversely to cost shifting? 

2. GP as gatekeeper / coordinator 

 Is this practical? 

 Is the GP really the ideal broker for services, or is there a more appropriate broker, for 

instance the carer? 

3. What is the next study? 

 What is the most appropriate research design to identify the best ways to assist patients 

and their carers in the transition from hospital to home, and from one health state to 

another? 

 If the design type is an experimental (intervention) study, how can it address the 

concerns raised in the systematic review (Chapter 3) of blinding, random allocation to 

interventions, adequate baselines, standardised interventions that prevent confounding 

issues while addressing individual variations / need, and appropriate measures of 

outcome?  

 

9.2 Patients and carers as reasonable informants 

The patient and carer interviews were conducted by an experienced discharge liaison 

officer with considerable knowledge of discharge planning from a professional viewpoint.  

The two principal researchers also visited a sub-sample of patients and carers at home 

that, amongst other things, gave them an opportunity to assess the validity of the original 

interviewer's comments and conclusions.  All three researchers felt able to distinguish 
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genuine problems from the occasional non-specific whingeing or exaggeration.  Using 

focus groups, we took opportunities to feed back information to the professionals and 

hear their views on the patients’ situations, although we had to talk with them in 

generalities so as not to disclose information likely to identify patients’ or carers’ 

identities.  The professionals themselves usually acknowledged the validity of the patients’ 

and carers’ comments.  For these reasons, we feel confident that the patients and carers in 

our study were almost always reasonable informants. 

 

9.3 The presence of a carer 

The presence of a carer, overall, seemed immaterial at the time of preparation for discharge 

whilst the patient was in hospital.  We found that ‘carer’ could be defined variably as a 

spouse (well, or not), an adult child (who more often than not did not live with the patient 

and had other responsibilities within their own home / work settings), grandchildren (who 

had other commitments and activities), or neighbours or friends (who were often similar to 

children in their divided responsibilities).  Most carers were not included in the ‘loop’ of 

planning for discharge.  Overall, we found insufficient attempt by hospital staff to identify 

the presence and willingness of a carer for patients in our study group.  Where there was 

obviously a carer, hospital staff made little attempt to ensure that they were sufficiently 

physically and mentally fit to commence caring for the patient.  The need to consider carer 

health was highlighted by the length of time over which many of our patients required 

active caring (many for 5-6 months post hospitalisation), and by the diminishing mental 

health status of many of the carers as time went on. 

Deeming a patient to have a ‘carer’ may not actually indicate a useful support mechanism.  

In many instances, the presence of a carer post discharge produced more stress for the 

patient and carer, when compared with patients managing alone.  Relationship issues were 

raised (particularly with spouses, children, friends and neighbours) and decisions regarding 

placement or ongoing care seem in some instances to have been more difficult because the 

needs of two people had to be considered, rather than just the patient. 

While most of the carers in our study were family members (spouses or children), there 

were some notable instances where carers were not related to the patient, and were thrust 

into the role of providing regular intimate hygiene and other care without appropriate 

consultation.  We recall one elderly female patient being showered and dressed daily by her 
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long standing male boarder (who subsequently moved out of the house, leaving the patient 

to manage on her own) and one elderly man who was provided with daily showering, 

toileting, dressing and feeding assistance by a concerned younger female neighbour.  This 

woman was, in the patient’s first days post discharge, spending up to five hours a day 

undertaking these duties, in addition to caring for her own family. 

It seems that, with the length of stay in hospital decreasing, and with community health and 

support services variable in content, availability and accessibility, many health-related and 

support roles are being provided for elderly recently ill patients by untrained 'volunteers' 

(carers) without financial recompense or consideration of occupational health and safety 

issues.  These carers have minimal ability to vacate the 'caring' role once their patient and / 

or the health system have cast them in it.  There is surprisingly little in the literature about 

the role of carers, or the financial, physical and emotional costs for them in providing 

regular care to ill people.  Issues constraining research into this area include the 

identification and definition of 'carers', clear understanding of the 'caring' role and how this 

differs from usual duties, and appropriate measures of financial, physical and emotional 

costs that carers bear.  While each of the health systems that we investigated had respite 

care available, its use to relieve the burden on their carer was limited in our patient sample, 

even up until six months post discharge from hospital.   We contend that there is currently 

little support in hospital or community health systems for new carers, and that many carers 

are so 'shell-shocked' by their new role that they fail to understand their own physical and 

emotional limits.  This is coupled with genuine concern and sympathy for the patient, and a 

frequently romantic (but genuine) notion of the role they would like to play in assisting the 

patient to return to health.  This affects their ability to, where possible, work with hospital 

and community health staff, to establish the supports they require to provide care 

appropriately, and regularly, for the patient for extensive periods of time.  We found that 

the role of and burden on the carer was frequently unrecognised by people within the 

health system (including the carer) until major problems occurred that often necessitated 

emergency action at high cost (such as hospital re-admission of the patient or carer illness).  

This was illustrated in many of the case studies. 
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9.4 Rural and metropolitan differences 

9.4.1 Systems differences 

There seemed to be few differences between metropolitan and rural patients’ preparation 

for discharge whilst in hospital, although in our study coping abilities post discharge for 

country patients were significantly better than those of city patients.  These differences 

were identified in the interview data and in the responses to the quality of life surveys.  On 

the whole, the country participants appeared to be more resilient and self reliant than 

urban participants.  They also sought out services more frequently, and activated informal, 

and innovative, substitutes for formal care more often.  City patients were often less aware 

of the services available to them, or ways of obtaining services.  This may relate more to the 

complexity and changeability of service options in the city, (when compared with the 

country) than to the personalities of the subjects.  It is also conceivable that these findings 

about the city participants reflect the low socio-economic status of the areas surrounding 

their hospitals, whereas the low socio-economic status of the country sites may be 

ameliorated by a greater sense of solidarity. 

There were few differences in the ways that the health systems operated across our study 

communities.  We hypothesised that the country areas would have less complex and more 

transparent organisation of their health system than in the city.  This related to our initial 

perceptions of a smaller number of service options and closer links between hospital and 

community in the country (illustrated by general practitioners having admitting and 

discharging rights to the hospital, some health service providers growing up in the district 

and thus having local knowledge, hospital staff also providing community health and 

support services, and health providers being neighbours of elderly patients and therefore 

more aware of their social needs).  These perceptions were developed during our 

preliminary interviews with key stakeholders.  However, while this was true to some extent 

in all three country sites, we found that similar dominant constraints on systems operated in 

both the country and the city, such as: 

 service funding complexities 

 service constraints due to hours of operation and availability of appropriately trained 

personnel 

 communication issues 
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 service rationalisation and changes in available services that were not well 

communicated within or outside the health system 

In the country (but not in the city) we also encountered a number of instances where 

personality issues impacted on the provision of appropriate services.  For instance, hospital 

staff often had known the patient and / or carer for several years, and did not take the time 

to talk with them about their actual needs for service.  Services were thus provided (or not) 

in accordance with the staff’s historical perception of need.  We also found several instances 

where patients or carers were perceived to be 'difficult' or 'demanding' and therefore 

services were not offered, or were delayed, constrained or denied.  We found that, in the 

country more than the city, health care providers frequently knew about the patient's family 

and social support network, and thus assumed that children or friends 'ought to' provide 

care.  This perception was based on local knowledge rather than a professional assessment 

of the carer’s ability and willingness to undertake this role. 

 

9.4.2 Carers 

We found in our study that the country carers were more innovative in many instances than 

the city carers, and were more able to act as advocates for their patient.  This may reflect 

greater familiarity with, and / or the increased transparency of, the country health systems.  

We found that many of our country carers and patients had more established and 

identifiable support networks than their counterparts in the city.  These networks were 

informal and often did not involve family members.  In the case of many of our country 

patients, their adult children lived far from home, and so they relied on their friends, 

neighbours, church and other social supports for assistance.  When the adult children and 

their families did visit, they tended to visit for a longer period of time, and frequently 

undertook major tasks (as identified by the patient), such as cleaning up the garden, spring 

cleaning the house or major repair jobs.  These major activities were highly valued by 

patients and their elderly carers, allowing them to re-assess their ability to remain in their 

own home for long periods of time.  This was illustrated by comments such as: “now I don't 

have to worry about that (the garden) for another three months”, or “that's got the curtains 

fixed up for another 12 months”.   

In the city, whilst children and friends often lived nearby, their ability to undertake regular 

caring roles was constrained by work and family commitments rather than by the distance 
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travelled to visit the patient.  We found that major house maintenance activities for these 

patients were undertaken less frequently by children, friends or neighbours (who lived close 

to the patient in the city) because, while visits were more frequent, the time for each visit 

was constrained and therefore prevented identification of tasks and / or the completion of 

such tasks.  We also suspect that when patients and their elderly carers were anticipating a 

lengthy visit from children or friends, they had the opportunity to plan ahead to identify 

important tasks that required completion in order to give them peace of mind.  Where 

children, friends and neighbours lived nearby, there may have been the same emphasis on 

planning ahead to identify important tasks that would ensure that the patient remained 

independent in the community. 

9.4.3 Costs, transport and access 

9.4.3.1 Costs  

Costs of being ill were far greater for country patients than city patients.  We received 

numerous illustrations of this.  

 Travelling to the city for medical consultations was a large burden for country patients, 

both in financial and physical terms.  Each of our country sites was at least three hours 

drive from the city, and air services were not always available or affordable.  When 

patients travelled to the city by car, often family or friends were required to drive them, 

thus incurring not just the financial and physical cost to the patient / carer, but financial, 

physical and opportunity costs to the person driving them.  One of our patients who had 

been diagnosed with a serious respiratory disorder whilst in hospital, and discharged 

with home oxygen, was so exhausted by travelling that she was unable to be 

interviewed for three to four days after returning from the city following specialist 

medical appointments. 

 The cost of purchasing, installing and using equipment in the country appeared to be 

greater, as it frequently involved a delay in home assessment that was longer than in the 

city, higher costs of purchasing equipment and its installation (often not covered by local 

support schemes), and additional costs and delays if the equipment was found to be 

faulty or inappropriate.  This was particularly noticeable with home oxygen equipment.  

Access to information about equipment choices appeared to be more limited in the 

country than the city, as patients were reliant on the local pharmacist, general 
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practitioner, nurse or allied health worker to have up to date information on equipment 

type, choice and cost. 

 Obtaining food in the country was frequently more difficult and costly than in the city, 

where often there was a local corner store that could be accessed by patient / carer / 

family / neighbour without difficulty.  A number of our country patients / carers 

recounted stories in the early days post discharge, where a loaf of bread and some milk 

had cost up to $15 once taxi fares were taken into account.  Where the patient had 

driven prior to their illness, and after being ill could no longer drive, concerns were 

produced for the carer regarding how to get around, and considerable costs were 

incurred when obtaining household staples.  These costs were not just financial - where 

the carer had previously relied on the patient not only to drive but also to assist with 

lifting groceries, carers had to shop more regularly following their patient’s 

hospitalisation so as to carry less each trip.  As time went on, many patients and carers 

discovered previously unknown services such as home deliveries by supermarkets, and 

reduced taxi fares for disabled people, which alleviated the burden of shopping, 

however information about these services was often unavailable at the time of 

discharge from hospital. 

9.4.3.2 Transport 

Transport issues were major concerns for both city and country patients.  In all sites buses 

and taxis were the most common forms of public transport for our participants.  Whilst the 

cost of buses was seen to be affordable, patients and carers identified difficulties with this 

mode of transport.  These difficulties were lack of convenience of routes (eg the bus did not 

go past major shopping centres or stop close to their home), poor timetabling which meant 

waiting for up to an hour for a return bus from a shopping centre, difficulty travelling to the 

bus, and lack of driver concern with user safety (such as not assisting with stowing mobility 

aids [eg. walking frames] safely or driving off before people were seated).  Taxis, whilst 

being more expensive, were seen to be more flexible and user friendly, with many of our 

participants commenting on support they received from taxi drivers in assistance with 

entering and alighting the taxi, unloading shopping and sometimes carrying it inside, and 

waiting for small errands to be done.  Taxi fare reductions were available in all sites.  These 

were variable in the amount of fare reduction, and eligibility.  Support for these schemes 

was mostly from charity organisations or local councils, and there were complex issues of 
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eligibility, availability and user ceilings that required understanding by users of the schemes.  

Prior to their illness, few of our patients had used buses or taxis and so the complexities of 

access to these services required education and negotiation. 

9.4.3.3 Access 

Undertaking the physical tasks of shopping has been mentioned previously with reference 

to grocery shopping.  However, this issue stretches further than just shopping for groceries.  

Many of our participants reported overwhelming physical constraints when undertaking 

extended clothing or gift shopping following their illness.  If they had managed to organise 

transport to a shopping centre, they then needed to navigate around the shopping centre in 

order to undertake their tasks.  This often required use of mobility aids (frames or scooters), 

and frequent use of benches for rest periods.  Some shopping centres had a limited number 

of walking aids available for customers, but their limited availability required patients and 

carers to prioritise if they both required assistance with mobility at the same time.  Our 

participants reported curtailing shopping trips because of fatigue, difficulties accessing 

shops, lack of courtesy of shop assistants, frustration with not finding what they wanted 

while they were still ‘fresh’, and lack of availability of benches for resting (a lack of benches, 

inappropriately located benches, benches being used by young people as gathering places 

while elderly people felt intimidated asking them to move).   

9.4.4 Obtaining services and information 

Country patients and carers appeared to be able to identify and enlist the help of 

community support services more readily than city participants.  Word of mouth, letterbox 

drops and local knowledge in the country assisted many of our patients to find gardeners, 

house-cleaners and personal assistants within 4-6 weeks of returning home from hospital.  

Access to information in this way was less prevalent in the city and many of our city patients 

were without organised home support services up to four months post discharge. 

Obtaining information on nursing homes, hostels, respite care and other supported 

accommodation was not easy in either the country or the city.  There was no one source of 

information, and different funding mechanisms and service providers for such 

accommodation precluded our patients and their carers from easily becoming informed 

about their options and the associated costs.  For many participants in the immediate post-

discharge period who had not yet come to terms with the long-term changes to their health 

and lifestyle, casual enquiries into supported accommodation proved to be demoralising.  
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Often this was the first time that they had seriously considered moving from their family 

home, and the confronting of physical and financial costs of such a move, and the variability 

and constraints on their retirement options proved for many to be overwhelming and 

depressing. 

9.4.5 The role of the general practitioner 

A major difference between country and city hospitals was that the local general medical 

practitioner frequently had admitting / discharging rights to the country hospital.  In the city 

hospital the general practitioner is largely isolated from the hospital environment and is 

frequently unaware of the patient's admission to, and sometimes discharge from, hospital.  

Admission to hospital in the city is usually by a hospital staff doctor via the accident and 

emergency department or outpatient clinics.  In our earlier research we found a high level of 

dissatisfaction amongst city general practitioners regarding their lack of involvement in 

patient management in city hospitals, and that they desired to become involved in case 

conferencing and discharge planning meetings prior to admission (where possible) and / or 

whilst the patient was in hospital (prior to discharge).  Their main complaints were regarding 

lack of communication about reasons for admission; lack of information about test results, 

changes in medication management and changes in health status; and lack of information 

about plans that had been made to facilitate transition from hospital to community. 

This project was undertaken on the premise that no matter where patients lived, the 

general medical practitioner held the pivotal role in their successful transition from hospital 

to the community.  We were aware of the conventional wisdom that the general 

practitioner was integral to the identification of need, organisation of services and 

evaluation of service usefulness for both patients and carers.  We suspected that this role 

would be more developed and readily mapped in the country than the city because of the 

permeability of the interface between the country community and its hospital.  We found 

however, that while our premise was to some extent correct, country general practitioners 

still experienced problems when discharging patients, even to ‘themselves’. 

We found similar problems in communication in both the city and country between general 

medical practitioners and other health care providers.  In our earlier research in the acute 

hospital setting, nurses and allied health professionals frequently told us of the mismatch 

between medical, and social or nursing readiness for discharge.  Often this occurs when a 

consultant medical specialist's decision to discharge a patient because they are medically 
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stable pre-empts their nursing or social readiness for discharge by several days.  This 

mismatch has also been reported in the literature, and the literature offers few solutions to 

the problem.  Rather, the literature reflects on definitional difficulties, professional 

boundaries and specific viewpoints, underpinned by the perceived responsibility of medical 

staff for bed allocation.  The communication issues we highlighted reflected lack of 

opportunities for good communication to occur consistently between all health providers 

involved in managing the patient across the hospital / community interface.  This involves 

acute hospital staff (where the medical staff may be the general medical practitioner) and 

community health staff (which also may involve the general practitioner).  Nursing and allied 

health staff in the acute hospital setting, with or without the assistance of a discharge 

liaison professional, were frequently responsible for galvanising community resources 

within a short period of time for an about-to-be-discharged patient, when such organisation 

could, in reality, have been done over a period of several days had communication with 

medical staff been better.  Hospital and community providers (nursing and allied health) 

reported to us during our focus groups in this project that they often had concerns for 

patients who they perceived to be unsafe, or who were returning to less than optimal 

conditions at home.  They complained that they felt powerless to effect changes in a 

doctor's decisions regarding discharge, and when appropriate support services could not be 

provided.   

We found that, for many elderly patients, the general medical practitioner was the key 

person within their health system.  In many instances (particularly in the country) the 

patient and carer had known the doctor for years.  This had advantages and disadvantages.  

The advantages were that the patient's and carer's medical and social histories were well 

known to the doctor, and there was openness in discussion of 'where to from here'.  The 

disadvantages were when the doctor assumed prior knowledge (without a full reassessment 

of the patient or carer in light of changed health status), thus potentially missing vital clues 

about patient’s and carer’s ability to maintain their independence in the community.  

Country patients were more likely to be distressed by changing general medical 

practitioners than city patients, as the relationship between country patients and their 

doctor was often longer and involved some social as well as professional contact.  City 

patients appeared more at ease with seeing multiple doctors, as evidenced by their choice 

to see different doctors for different conditions.  When country doctors left the district (eg 
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for retirement), their patients often were reluctant to commence a relationship with a new 

doctor for some time.  This was also observed when country doctors took holidays and a 

locum practised - patients would often wait until their regular doctor returned before 

seeking an appointment.  For some this meant putting up with unnecessary pain and anxiety 

and, in several instances, running out of medication.   

Among our patient and carer groups, we found extremes of satisfaction with the 

performance of the general practitioner.  These ranged from patients not relating to their 

doctor at all and making health decisions largely uncounselled, to patients being maintained 

independently in the community mostly because of the strong relationship they had with 

their doctor.  The most successful strategies used by general medical practitioners were 

telephone calls to recently discharged patients to check on their progress, and regular home 

visits to patients who found it difficult to get to the surgery.  We found general medical 

practitioners who made home visits to a variety of patients, among them seriously ill 

patients, patients with mobility problems, patients with psychiatric disorders such as 

agoraphobia, or patients with an ill carer, all situations that prevented the patient travelling 

to the surgery.  When the general medical practitioner made a home visit, patients and 

carers appeared to find it easier to discuss difficult issues, such as dealing with pain or grief, 

worry about managing at home, or worry over the health of a spouse. 

We found repeated evidence in both country and city locations that the relative (and 

perceived) inflexibility of appointment scheduling in general medical practitioners' practices 

often prevented full disclosure by patients of their concerns at any one appointment.  

Patients frequently reported being bothered by four or five health and / or social issues at 

the time of any one medical appointment, yet they consciously prioritised their problems so 

that the general medical practitioner could deal with one or two of their often complex 

issues within the scheduled appointment.  Thus it appeared that issues which were harder 

for patients to discuss (or for general medical practitioners to deal with), such as pain, fear 

and anxiety, loss of confidence or mobility, lack of social supports, carer concerns, or 

grieving for lost health and social status, were not often thought to be discussed well from 

the patient’s perspective.  We had reports of these concerns from both city and country 

patients.  We found instances where patients told us in detail of their unmanaged pain, but 

failed to discuss this openly with their general medical practitioner, alluding only to the 
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ramifications of pain which were then managed by prescriptions of sleeping tablets and 

anti-depressants.   

We found surprising resistance by our participants to the use of computers in the doctor's 

consulting room.  Our participants told us that they often perceived this as a barrier to good 

communication with the doctor, and a waste of part of their consultation time, particularly 

if the doctor was not computer literate. 

The enhanced primary health care initiative, which reimburses general medical practitioners 

for care planning, service organisation and case conferencing, did not feature much in this 

study.  This was not surprising, as we believe this care planning is generally undertaken for 

patients who are recognised as having chronic conditions.  Our participants were on the 

‘cusp of chronicity’ and therefore may not have been identified by their general practitioner 

as yet requiring care planning.  In discussions with general medical practitioners and other 

health professionals, we identified a number of issues that will need to be considered prior 

to evaluation of the success of this initiative.  We outline these below as secondary findings 

of this study, and ones which require considerable further research. 

 The lack of training for general medical practitioners in identifying patients who require 

care planning (i.e. not just those with chronic conditions), developing appropriate care 

plans, ensuring their implementation, and evaluating their success 

 The lack of skills, as well as resources, available to general medical practitioners, in 

identifying patient need, matching need with appropriate services, brokering services 

and evaluating service success 

 The lack of funding and incentives for other health professionals to participate in case 

conferencing and care planning, particularly when private providers are involved, and / 

or when travelling is required to the general medical practitioner's surgery 

 The potential for general medical practitioners to employ others to undertake the case 

conferencing / care planning activities, and thus constrain a quality health outcome for 

patients, and their own understanding of patients’ needs  

 

9.5 Condition effect 

While DRG was the classification describing need for hospitalisation, it was the physical 

ramifications of the condition that constrained patients and their carers post discharge, not 
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the condition itself.  Preparation for discharge seemed to differ marginally with respect to 

the DRG.  The same issues needed to be addressed for most of the conditions reflected in 

our sample, for example, medication, equipment and community services, specific 

education related to changed physical functioning, or dietary needs.  Very few support 

services were provided quickly after discharge for any diagnostic group (i.e. access to 

physiotherapy services, or home help) and therefore it was difficult to use DRG to identify 

differences in either requirements for preparation for discharge, or ability to manage post 

discharge.  Issues that required management post discharge also seemed to be largely 

unrelated to specific conditions, for example pain, anxiety, balance problems, fear of falling, 

home security concerns, management of hygiene, and sleeping difficulties. 

 

9.6 System issues 

We struggled with trying to make sense of health care system issues.  Issues we grappled 

with included what services were required by patients in order to make a significant 

difference to their ability to remain independent in the community, how flexible these 

services needed to be, who the providers should be, and how much of the cost should be 

shouldered by the patients.  We generally found that patients and their carers struggled in 

the first few months post discharge in having to deal with changed lifestyle and health 

states, as well as negotiate complex structures that reflected funding and service availability 

constraints, differing personalities and variable quality of service options.  On this basis, we 

suggest that system changes on their own are unlikely to improve many of the current 

scenarios we encountered.  There is a danger that, instead of the careful consideration that 

is required of the multiple structures and services currently in place, the easier solution of 

implementing additional structures and services to address unmet needs will be adopted.  

The potential for another system to be created to deal with perceived failures in the current 

system was highlighted in our pre-project discussions with key policy and provider 

stakeholders (outlined in Chapter 4).  The main framework of the majority of these 

discussions involved the common conceptualisation of menu-driven services delivered 

within workplace constraints, and within variable funding sources and availability.  When 

coupled with the plethora of potential service types (as outlined in the critical appraisal in 

Chapter 3), and a lack of standard measures of outcomes that reflect all stakeholders' 
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needs, it is clear that another 'system' will also fail unless it is built on clear identification 

and understanding of real community need, and patient-generated solutions. 

9.6.1 The role of patients and their carers within the system 

We found that many of the patients and carers who participated in this study were able to 

readily identify their short and long term needs post hospitalisation, and what services they 

required to meet these needs.  These insights were remarkable in view of their often 

obvious distress at having to adapt to changed health and social circumstances (we call this 

post-hospitalisation blues, and discuss it in a later section of this chapter).  Patients and 

carers were also insightful about each others' changing needs and emotional responses to 

changes in health and social status (especially within the spousal patient / carer 

relationship), particularly identifying the stress associated with changed role of partners, 

neighbours or children when becoming carers.  Although the notion of consumer 

participation in service determination is well recognised in current systems theory, we took 

care to validate our subjects' views over the period of the study by undertaking repeat 

interviews, by comparing interview data with other sources of data (for instance the health-

related quality of life surveys) and by holding focus groups throughout the project to seek 

information from our participants in different settings, and with different prompts.  We did 

this because we had discovered from our earlier research work and our discussions with 

health service providers, administrators and policy makers in this present study a somewhat 

authoritarian view of service determination for older patients.  This view meant that the 

needs of the patient were determined for them, rather than with them, on the 

understanding that the patient and carer did not know how their needs could best be met.  

In our data validation steps we presented patient and carer insights to hospital and 

community health staff to obtain their views on the accuracy of patients' identification of 

their own needs, and the staff’s ideas for appropriate service delivery and systems 

improvement.   

We found in many instances that elderly patients and their carers had a clearer 

understanding of health and community service structures and their failures than many of 

the professionals, policy makers and administrators who worked within them.  It appeared 

that many of the inadequacies we identified within the services operating in our study may 

not have occurred had patients and carers been involved in their conceptualisation, 
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planning, organisation and evaluation.  Many patients and carers provided us with useful 

and critical insights into issues such as: 

 service flexibility (when services should commence, how often they should be provided, 

how many hours they should be provided for and the period of time that the service 

should be available post discharge) 

 service providers (who were the best people to provide particular services) 

 what services worked well, and how service success could be determined 

 how to evaluate the balance between service cost and perceived benefits 

 constraints on the usefulness of services 

 service influence on patient choice and individual decision-making 

 what patients and carers perceived as value for money 

We present two examples of patient and carer insights into critical aspects of services that 

are required to support recently ill elderly people in the community. 

1. Appropriate and timely assistance with showering and intimate hygiene was a common 

source of concern for patients and carers.  At best, for the small number of our subjects 

who were deemed by hospital staff to require help post discharge, home visits by nurses 

or other health providers to assist with these activities commenced within three to four 

days of discharge.  Carers (or patients) were left to undertake these duties without any 

training, either in how to accomplish the tasks, or how to ensure their own physical 

health and safety while doing the tasks.  In most instances, home assistance with these 

activities took up to two weeks to organise.  Services were often not provided over 

weekends or public holidays.  In most homes we visited, bathrooms and toilets were 

poorly designed and potentially unsafe when being used by physically unstable patients, 

particularly when they were assisted by another person.  Irrespective of whom provided 

the personal care, there were occupational health and safety issues involved.  The 

rooms were mostly small, cluttered, had unsafe flooring even when dry, and had poorly 

secured fittings which were often being used as rails (such as toilet roll holders, and 

towel rails).  Many patients and their carers pointed out these features to us without 

being prompted, having already identified them as concerns even whilst they were in 

hospital.  Very few of our patients received daily assistance with showering or hygiene, 

and the timing of this assistance was variable, so that patients could be waiting until late 
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afternoon for a shower that they preferred to take in the morning.  We have 

paraphrased common comments which deal with service substitution and provision of 

alternative care: 

 'How do we manage until the nurse can fit us into her schedule?' (immediately post 

discharge)  

 'While it is lovely to receive some help during the week, what can we do for ourselves on 

the days when we do not get help?' 

We found that many patients and their elderly carers were reluctant to seek regular help for 

showering and intimate hygiene from their children or other social supports and so 

developed mechanisms to provide services for themselves in the absence of formal care.  In 

most instances they wanted to wash daily and at a time that suited them.  They often 

assisted each other with 'top and tailing' as an alternative to showering or bathing, using a 

basin, the kitchen sink or the laundry where this was more convenient than the bathroom.  

In the bathroom they often used innovative strategies such as a plastic garden chair in the 

shower (unfortunately usually unsafe), leaning on doors or windows, removing baths and 

showering directly on the floor of the bathroom (so as not to have to step in and out of the 

bath), and using hand-held hoses.  Once these strategies were in place, health provider 

assistance with hygiene was then seen as a bonus (rather than a necessity), topping up the 

day to day service that they were providing for themselves. 

We contend that development by patients and carers of innovative, alternative (and 

acceptable to them) methods of hygiene and intimate care questions the necessity for 

provision of intermittent personal hygiene services by health professionals.  Patients' and 

carers' ability to adapt suggests that their greatest need is education and confidence that 

they can manage by themselves, rather than rely on external service delivery that is 

governed by workplace constraints.  What concerns us is the frequently unsafe nature of 

these alternatives, indicating that a checklist of safety issues related to hygiene could be an 

important aspect of organising transition from hospital to the community. 

2. Transport and community access issues were common concerns for our participants.  As 

previously outlined, our participants identified aspects of public transport and 

community access that they considered to be unsafe, inappropriate, not user-friendly 

and constraining their mobility within their community.  In two of our study sites, groups 

of our participants identified ways in which the local bus service could be more 
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successful in meeting their needs.  In one site this has lead to discussions at council level 

with the local bus operator to consider the suggestions.  These included: 

 A dedicated bus run once daily to popular local shopping outlets, with the bus remaining 

at the outlet for a specific period so that users can shop in a reasonable amount of time.  

Costs for the bus would be fixed from stop to stop. 

 A dedicated driver education program that alerts drivers to the needs of older users of 

the bus service and ensures that users of the service are provided with assistance 

getting on and off the bus if required, assistance with storing mobility equipment and 

acceptance that older people take longer to get on and off the bus, and to get settled in 

a seat.   

 The bus stops to be appropriately placed close to users' houses, with the bus waiting at 

the stops for a known period to time so that people with constrained mobility have 

sufficient time to access the bus system. 

9.6.2 The older person in the community 

The participants in our study identified concerns and opportunities that could be addressed 

at low cost and make a large difference to the way older people relate to their community.  

We believe that these insights are particularly important, as they have been made by people 

who were recently well but now have a considerably changed life circumstance, and thus 

are in a position to reflect on what might have been, and what could be.  These thoughts 

include (in no particular order):  

 Well older people being assisted to help less well older people in provision of 

community services (home visiting, assistance with household chores, reading the 

newspaper, writing letters etc) 

 More well placed street lighting and better designed footpaths 

 Longer duration of walk lights for crossing busy streets 

 Recognition of the worth of older people once they had left the workforce, particularly 

in political parties, mentoring, assistance with apprentices and local government 

 More vertical community integration strategies that recognise the worth of older people 

within the community, for instance assisting homeless and / or unemployed youth, 

young mothers, ill children and adults, bereaved people, children in kindergartens and 
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primary schools, young people in high schools, older adolescents at university (for 

example taking in boarders, befriending overseas students) 

 Involvement in sporting clubs that accommodate older people as players, coaches, 

assistants in sporting teams and / or in administration 

 

9.7 Rehabilitation 

We believe that the use of the word ‘rehabilitation’ brings with it the expectation of full 

recovery from an illness.  The use of this word within the context of our patient group, and 

within the current variability of available services would seem to require revision.  There are 

now few opportunities whilst the patient is in hospital to address the issue of whether 

recovery is likely, or how much recovery to expect.  We identified a lack of counseling 

provided to our patients or their carers from acute hospital staff regarding the long-term 

effect of their condition on their health and function.  The length of stay in hospital is mostly 

too short to allow sufficient time for patients’ health status to stabilise, for them to reach an 

acceptance of their changed state, or for staff to find the right opportunity to address with 

patients and their carers the issue of transition from being previously well to being 

permanently impaired.  We wonder whether we have identified a syndrome that might be 

called ‘post-discharge blues’, where patients who are still unwell and distressed are 

incapable of coming to terms with their situation for some months after discharge from 

hospital.  A somewhat analogous condition is recognised for new mothers, perhaps it also 

exists for the older person who has suffered a lifestyle changing disorder.  If hospital staff 

are not in a position to undertake counseling to address this grieving period, then there is 

little opportunity for community health personnel to undertake the task.  We found that 

community service delivery in areas such as allied health, or nursing, was too patchy and too 

variable in timeliness, to be responsible for counseling.  While general medical practitioners 

are probably the most consistent service providers, they have indicated repeatedly in this 

study that they feel inadequate to address the patient’s emotional, nursing, rehabilitation 

and social needs.  The medical practitioners deal with only one or two problems in one 

consultation, as indicated by how poorly ongoing pain was addressed in our patient group 

post discharge.  We found that our patients prioritised their problems when they attended 

the doctor, and admitted to not wanting to bother the doctor with problems that they 
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perceived were less worrying, or perhaps too difficult to address within the context of a 

usual consultation.    

 

9.8 A system perspective 

Throughout this study we have received consumer feedback on how helpful individual 

hospital or community-based staff members have been.  Though hard-pressed by resource 

scarcity in the face of unmet need, the vast majority of staff members have attempted to do 

the right thing by the patient and their family.  When something went wrong there was an 

understandable tendency for the consumer to lay the blame on the individual staff member 

associated with the problem.  However, when challenged on this point, most of our 

participants readily acknowledged that the individual blamed was constrained by larger 

forces within the overall system.  We are determined to dispel any suggestion that we are 

blaming any particular individuals for the shortcomings in discharge planning that we have 

identified in this report.  We believe that it is more realistic and fruitful to understand what 

has happened in terms of the structure of the system as a whole.  This means that to do 

better requires organisational change, both within the hospital and community service 

providers, and in their inter-relationships as organisations. 

A belief that it is the overall system that should be the key focus of analysis is the basic 

underpinning of most approaches to quality assurance.  The task in this chapter is to identify 

which elements of the system, and which mechanisms, are affecting quality of discharge 

planning.  Faced with resource scarcity, most, if not all, health organizations are now well 

accustomed to setting service priorities.  It is notoriously difficult to do this in a flexible and 

responsive manner.  Prioritisation policy has to be recorded in some way, if only to ensure 

that it is not just fair but also seen to be fair.  In black and white documentation, nuances 

and subtleties well understood by the policy makers tend not to be transmitted.  Perhaps 

this is why, during our conversations with health care staff, we have heard statements along 

the lines of "it's not a hospital problem" or "if we identify a need, we have nothing to offer".  

Staff appear to believe that, where they are unable to offer solutions, they should not 

search for problems.  Questions to the patient and carer about planning for discharge may 

be cursory at best, because of likely embarrassment and loss of professional pride in being 

unable to help. 
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Another way in which this phenomenon emerges is in the demarcation between what are 

perceived to be hospital problems and what are thought to be community service problems.  

In setting priorities, each of these sectors has withdrawn back to what it considers to be 

core business.  Drawing back "too far" leaves a gap which neither sector covers.  Staff 

rotation and turnover do occur within the separate hospital and community sectors, but not 

often across the two sectors.  This acts as a barrier to communication and liaison between 

the two.  We also noted a gap between what the health or community service provider 

perceived to be their professional role and what the patient's main needs were. This would 

preclude, for example, a professional buying milk from the corner store for their patient. 

 

9.9 Proposed solutions 

9.9.1 Support groups  

The complexity of obtaining appropriate services in the current climate (user pays, variable 

availability, variable skill level, access etc) was highlighted by the difficulty of identifying any 

one service coordinator who could identify needs of a patient, and then organise a range of 

services for the patient.  Often patients went without services, or were shuttled between 

service coordinators in order to obtain the services they required.  To provide patients and 

their carers with emotional support to deal with changing health and life circumstances, and 

to provide accurate and current information on service availability, we suggest that there is 

a need for support groups for patients who have been recently discharged from hospital.  

These support groups could be arranged by the acute hospital, and operated at little cost as 

an outpatient service.  A single staff member (such as the discharge planner, social worker, 

nurse, or even a volunteer) could convene them, and information on the support group 

meetings could be made available to all patients prior to discharge.  The support groups 

would provide a forum for patients to express their concerns, learn from others, reduce 

feelings of isolation and obtain information about service availability and access.  The group 

need not be disease-specific, as we have found little difference in how the patients’ 

conditions affect their needs post discharge.  These groups could provide the ‘breathing 

space’ for patients to come to terms with their changed status, as they would recognise the 

temporary dependency of patients who are in transition from being previously well to 

impaired.  Given the speed at which community and hospital services change, service 

coordinators or liaison personnel could provide regular updates to these meetings about 
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they services they provide.  This would save time for hospitals and community organisations 

in keeping up with service changes, and would ensure that printed material was not wasted.  

They would also provide an efficient publicity system for these services which normally deal 

with enquiries on a one-to-one basis. 

We found evidence of little use of community support groups by our recently discharged 

patients.  Support groups are available for many patients and carers who recognise (or 

whom others recognise) as having chronic and complex conditions.  The success of support 

groups has been described in the self efficacy literature (Lorig 1999), where the benefits 

included learning from others’ life experiences; opportunities to provide, and obtain, 

support from others who have similar experiences; understanding; and opportunities to 

obtain information.  However it appears that, for the patients in our study who had 

conditions that were new and likely to become chronic, there was little recognition of the 

consequences of the conditions by the patients themselves, their carers, or the health 

professionals who worked with them.  The overwhelming feeling of these study participants 

was that ‘things would get better’, and / or ‘wait and see’.  This was particularly evident in 

the case of patients who had sustained a stroke (CVA), where the lack of ‘rehabilitation’ 

services was seen by the patient and their carer as the major reason why full physical 

recovery had not been achieved. 

These support groups could be viewed in the same way as condition-specific patient support 

groups, some of which have attracted government funding in the quest for self-

management.  They could provide anecdotal, yet realistic, evidence of future health trends, 

support from peers, access to community services and information, and access to 

organisations that offer a range of health management services. 

9.9.2 Check list for going home 

A clear finding from our study is that ability to deal with life post-discharge is related to the 

success of immediate transition from hospital to the community (i.e. the first two to three 

days post discharge).  Issues that are not well addressed within the current system for 

supporting patients post discharge are the practical aspects of leaving hospital and returning 

to the community.  We outline the most important of these in the following checklist.  This 

checklist was developed during discussions with patients, carers, and hospital and 

community health service providers as being the critical issues that constrained successful 

return to independent community living.  Everyone who has returned home after a period 
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of time will identify with the need to have access by key, adequate heating and power to 

run household appliances, someone who has cared for the pets while they have been away, 

and food.  Thus this checklist is no more than any long-distance traveler might identify as 

essential for transition from one abode to another. 

We propose this checklist will identify issues which could be worked through by the patient 

alone, or the patient and carer, whilst the patient is still in hospital.  It would require a 

health worker in the acute hospital setting to identify a time when the patient's health 

status was stabilising, and / or when there was a carer who could help answer questions and 

to ask them to complete the checklist to identify issues that need to be addressed.  This list 

deals with practical issues such as home access, immediate lighting and heating, food, home 

comforts (eg clean sheets and a clean environment), care of pets, sufficient medications, 

and alerting the appropriate people to the patients' changed health and social 

circumstances.  This check list is provided in Appendix 6. 

9.9.3 Assistance for going home 

We cannot emphasise the importance to our patient and carer sample of kindly assistance 

and support during the immediate transition from the hospital to community.  This does not 

have to be provided by a trained health professional.  Many patients in our sample were 

dealing with confronting and permanent changes to their health status, as were their carers.  

Many were in significant pain, most were dealing with changes to medication and lifestyle, 

and all of them felt they had inadequate time in hospital to come to terms with changes to 

their physical abilities.  All patients required time and encouragement to reach their new 

potential. 

From the information we received from our sample, a ‘friend’ could provide support of 

considerable value to recently ill patients and their carers.  A risk assessment tool could be 

developed and implemented by hospital staff to identify people who are considered likely to 

have problems on transition from hospital to home, for instance:  

 Those over 65 years 

 Those who are frail and with multiple health problems 

 Those who are recovering from a significant health-status changing problem (such as a 

stroke or a heart problem) 

 Those who are alone 
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 Those who have a frail, ill and / or anxious carer 

 Those who left home in an emergency admission 

 Those without close family  

 Those demonstrating anxiety about returning home 

 Those without ready access to transport.   

Some of our patients with the above problems craved a ‘friend’ who could ring them or visit 

regularly to see how they were coping at home, and who could offer advice about whom 

patients and carers may contact for assistance.  For a few days post discharge, some 

patients and carers received this support from their general medical practitioner, or from 

the hospital discharge liaison officer, but most were on their own once they left hospital.  

Almost all were on their own after the first week.  Our research study identified that 

significant patient and carer needs continued post discharge for up to six months, and thus 

the societal support needs of patients and carers cannot be dismissed when their health 

status is perceived to improve. 

We suggest that hospitals could support a group of volunteers, who could be specifically 

trained to assist needy elderly patients and their carers to return home.  This assistance 

could address issues outlined in the checklist, such as accompanying the patient (and carer) 

home, organising access to the home, ensuring the home is secure, changing bed linen if 

necessary, cleaning wet areas that may have been left unclean following an emergency 

admission, organising food supplies and ongoing support for groceries (such as home 

deliveries from the local supermarket), checking through the mail and assisting with paying 

overdue bills which could constrain the patient's safety (such as electricity and telephone), 

organising visits from the local pharmacist to replenish medications and provide advice 

when required, and short term support for managing pets.  The volunteer could contact the 

patient and carer by telephone and / or personal visits as an alternative to the short-term 

involvement of trained health personnel. 

With an increasing number of older people without paid work (such as early retirees and 

superannuants), we see this plan as one with merit.  We acknowledge that volunteers would 

require training in legal, ethical and occupational health and safety issues in order to 

undertake the role.  If they were adequately supported by mobile telephones, taxi vouchers, 

petty cash orders and a list of emergency contact people, we foresee few problems for 
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volunteers in assisting elderly ill people return to the community from hospital.  Volunteers 

could take high risk patients / carers home in a taxi, ensure their safe installation into their 

home, and check essential aspects of home safety such as electricity, heating, food, 

medications, and pet care.  They could ensure that the general practitioner and chemist 

were alerted to the patient's discharge, and organise regular food supplies from the local 

supermarket. 

Moreover, in our earlier research, we identified a performance indicator for quality 

discharge planning as discharging a patient from hospital prior to 3:00pm in order to allow 

them to access essential services prior to close of business for the day.  With assistance 

from volunteers, this performance indicator could be monitored for high risk patients. 

 

9.10 Conclusions 

We undertook this project in order to identify practical aspects of discharging elderly 

recently ill patients from hospital while ensuring they remain independent in the 

community.  We found that current structures supporting planning for discharge are 

generally inadequate and that high quality discharge planning can only occur when the 

organisation responds flexibly to individual need. 

We contend that recently ill, elderly patients and their carers are capable of identifying their 

needs, and ways in which those needs can be best met in the short term.  We also contend 

that once patients and their carers are re-established safely in the community, and are 

dealing with their changed health circumstances, they are generally able to organise support 

and health services for themselves.  

We believe that current services offered to patients and their carers post discharge are 

largely inadequate in addressing both short and long term needs, because they are not 

patient driven.  Professional health services offered in the community are constrained by 

workforce and cost issues, and thus patients and their carers are forced to perform service 

substitution once they are discharged from hospital. 

We propose several ways in which patient needs can be identified and met in the first days 

post discharge from hospital.  We contend that if recently ill, elderly patients and their 

carers are supported in a personalised manner to return to the community, their chances of 

managing independently within the community are increased. 

 


