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Specialized home care for patients with AIDS: an experiment in
Rotterdam, The Netherlands
Patients with AIDS are permanently dependent on medical and technical
nursmg care Dunng a certain phase of the disease some of the patients have
to visit the out-pahent dime of the hospital for regular treatment It was
noticed that AIDS patients find these visits a severe burden Therefore m
Rotterdam an expenment has been started to provide them the
technical—medical and nursing care at home instead of at the out-patient
cliruc Dunng the expenment, specialized hospital nurses visited the patients
at home They worked in close collaboration with the commuruty nurses An
exploratory study was camed out to assess the prospects and difficulties of
this new kind of home care for AIDS patients from a medical, psycho-soaal
and organizational pomt of view The results suggested that it is possible to
relocate the technical—medical and nursing care from the out-patient clmic to
the patients' home This specialized home care is seen as desirable from the
perspectives of the AIDS patients and informal and professional caregivers
However, some orgaruzational aspects, like the co-ordmation and
commumcation among caregivers and the availabibty of the specialized
hospital nurses dunng the weekend, must be improved m the future

INTRODUCTION 1993) In the last decade, pubbc health care and health
. - _ „ , , , , J ,, , I 1 II L care workers have been preparmg for tbs new disease

AIDS lias been descnt>ed as the greatest challenge to , , i i i , i
, , , , , , f , ,r. 11 „ TA7I n ,. and its pahents prachcal measures have been taken

pubbc health of our tune (Beedham & Wilson-Bamett , , .i i , i j ,i , r
(gloves, needle-boxes) to reduce the risk of contagion

- , , . , . x,.L ; J , ^, , r Du u UL r Behaviour guidelmes have been given, smce it is m the
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exposed to potential mfedion wble performmg routme
tasks They must be constantly aware that infection
might come from an undiagnosed mdividual

As long as there is no effective heatment for AIDS
available, the major part of the care which nurses are able
to provide may be emohonal support for patients and
their relatives and good physical care (Robbms ei al
1992) bx tbs context Sumnoff ei al (1991) stated that
AIDS challenges the ability of health care workers to
provide competent and compassionate care to patients
Tbs abibty to provide both the physical and emotional
care needed may be hampered by the degree of knowl-
edge and the attitudes of nursing staff (Robbms ei al
1992) Findmgs from several studies among nursmg staff
reveal that there is limited knowledge about many
aspects of AIDS (Bond ei al 1990, Melby ei al 1992,
Plant & Foster 1993) More important, however, is that
nurses are concemed about their lack of expenence and
knowledge about HIV infection, and have reported
msuffiaent professional support to enable them to work
more effechvely

Meetmg the challenge

When AIDS poses a challenge to health care, a major part
of meetmg tbs challenge is to provide services wbch are
responsive to the needs of those affected (Beedham &
Wilson-Bamett 1993) In tbs paper an example of such
service will be descnbed An expenment with specialized
home care for patients with AIDS was started at the
mitiative of the out-patient department for mtemal
mediane of the University Hospital of Rotterdam, The
Netherlands Tbs was done m dose collaboration with
the commumty nursmg orgamzation m Rotterdam

Tbs experiment of relocating speaabst care to the
homes of the patients fits well mto the moving pattems
of care for patients with AIDS While the imtial response
to the epidemic came from health authonties m high
prevalence areas and involved the settmg up of speciabst
hospital care and hospital-based services, the emphasis of
care is movmg mereasmgly towards the community
(Beedham & Wilson-Bamett 1993) But because of the
complexity of the disease and the relatively new and
expenmental heatment and medication, co-operation
between speaabzed hospital care and commumty nursing
care seems particularly significant Accordmg to Layzell
& McCarthy (1993), m the development from speaabst
to genenc care, distmdions can be made among tbee
types of home care for pahents with AIDS, 'speaabst
HIV home support teams', 'cbmcal nurse speaalist m
HIV/AIDS' and 'genenc commumty nursmg care'

THE EXPERIMENT IN ROTTERDAM

Patients with AIDS are permanently dependent on
medical and techmcal nursmg care Dunng a certam phase
of the disease some of the patients have to visit the
out-patient dmic of the hospital for regular heatment At
the Umversity Hospital of Rotterdam, it was noticed that,
m general, AIDS patients find these visits (the joumey,
the waiting time) a severe burden Presumably, these
visits have a negative effect on their quality of bfe, they
may even make admission to hospital mevitable To meet
the needs of these patients with AIDS, an experunent has
been started to provide them with appropnate care at
home

Two physiaans specializing m intemal medicine, and
tbee hospital nurses speciabzing m the care for patients
with AIDS, were part of the orgamzation of the out-
patient cluuc for mtemal medicme The specialist nurses
also had the tasks of psycho-social counselbng and
educatmg the patient and b s or her relatives about HIV
infection (Academisch Ziekenhuis Rotterdam 1991)

Dunng the expenment the specialized hospital nurses
visited the patients at home So, instead of going to the
out-patient clinic, the participating patients received
specialized home care The speaabst who was in charge
of the patient bore responsibility for the speciabzed home
care A patient could only take part m the expenment if
the general practitioner did not object to the speaalized
home care Whenever necessary, tbs speaabzed nursmg
care was complemented by regular community nursmg

care
Tbs could be seen as an expenment m 'hansmural

nursmg care' for AIDS patients In tbs expenment, the
hospital nurse cmd the commumty nurse worked m close
collaboration to guarantee the continuity of care and the
most convenient care for the patient Before the speaal-
ized care at the home of a patient started, the hospital
nurse and the conunumty nurse made the assessment visit
together Dunng the expenment the hospital nurse and
the community nurse together bore responsibibty for the
co-ordmation of the home care

Protocols

Protocols were drawn up for those technical-medical and
nursing heatments normally given m the out-patient
cbmc and relocated within the framework of the expen-
ment to the home of the patient Conditions, necessary
facilities and procedures, as weU as possible compbcahons
were descnbed extensively in those protocols The nec-
essary quabfications were also assigned for admimstenng
each of the tedmical—medical and nursing heatments For
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Table 1 Relocated
techmcal-medical and
nursmg care and its required
qualification

'Requned qualiiicahon code A,
community nurse code B,
specialized nuise code C the 6rst
tone done by physiaan, bter
delegated to specialized nurse

Techmcal—medical and nursing care Reqmred level of qualification*

Taking a culture Code A
Taking a sputum-culture Code A
Giving a blood transfusion (maximuin 2 packed cells) Code A
Admimstenng pentamidine/ventolin by atomizer Code A

Inserting an infusion (penpheral) Code B
Adnumstermg parenteral feedmg by port-a<ath Code B
Takmg blood sample by venapunction Code B
Takmg a blood culture (by venapunction) Code B
Fixmg a needle m port-a-cath Code B

Admimstenng medicahon by port-a-cath Code C
Admimstenng clottmg factors Code C

example, qualification heatments with code A might be
given by any nurse with basic hammg and also by a
commumty nurse But for prachcal reasons the specialized
hospital nurse might give these treatments durmg the
expenment, because the cultures taken had to be analysed
m the hospital laboratory An exha qualificahon was
needed for heatment with code B Only nurses speaal-
izmg m the care of AIDS pahents were quabfied to take
part m tbs experunent Treatments with code C could be
given by a physiaan the first tune and later delegated
to a speaabzed nurse Table 1 gives an overview of
the techmcal-medical and nursmg treatments that were
seleded for reloeahon

It was only a small-scale exploratory expenment the
maximum penod of care was set, beforehand, at 6 months
and about 10 pahents m the neighbourhood of
Rotterdam took part m the expenment

Pahents qualified to take part m the expenment when,
accordmg to the dassificahon of the Centers for Disease
Conhol (WHO 1991), theu- HIV mfection was in phase
rV B, C or D and when theu- Kamofsky Performance
Score (Cneco & Long 1984) equalled 60 (='Requires
occasional assistance but is able to care for most of his or
her needs') or less Patients also had to meet some
practical requirements m respect of housing (e g perma-
nent address, telephone, bathroom) and the attendance of
an informal caregiver

Kamofsky Perfonnance Score

The first seleehon of potential parhapants was made
by the medical team m the hospital The Kamofeky
Performance Score was used as an mdieator for the
degree of care needed When the medical cntena

were met and the patient was interested m the expen-
ment, the speaabzed hospital nurse mformed the
patient about the practical requirements m resped of
housmg The attendance of an informal caregiver cmd
the co-operation of the general praditioner were also
discussed The patient, the informal caregiver and the
general praditioner had to sign an uiformed consent
form m which they also agreed to partiapate m an
evaluation of the expenment

EVALUATION

An evaluation was part of the expenment The aim of
tbs exploratory study was to assess the prospects
and diffieulhes of tbs new kmd of home care for
AIDS pahents from medical, psycho-soaal and orgamz-
ahonal pomts of view More speafically, the evaluation
attempted to fmd answers to the followmg queshons

1 From a medical pomt of view, is it possible to
relocate techmcal-medical and nursmg treatment
from the out-patient dmic to the home of the patient?

2 From a psycho-soaal pomt of view, what expenence
do the pahents and the informal caregivers have of
tbs kmd of speaalized nursmg care?

3 From an organizational pomt of view, what expen-
ence do the professional caregivers have? What is the
best way to orgaruze special home care for AIDS
patients?

An attempt was made to evaluate the economic
aspeds of ttte reloeahon of speaalized home care as well
The results made it clear that analysmg the eosts of
health eare is a very eomplex proeess and that further
study IS neeessary The results will not be presented here
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METHOD

Sample

Between March 1991 and September 1992 13 patients
took part m the expenment Three of them did so in 1991
and the others in 1992 Owmg to ill health and shortage
of personnel the expenment had to be suspended fi'om
August 1991 through to January 1992

The average penod of speaahzed home care received
by the patients was 3 months The shortest penod of care
was only 16 days Only one patient received specialized
home eare for the maximum period of 6 months Three
others took part m the expenment until the end of the
project

Six patients died at home, three others had to be
admitted to hospital or a nursing home Seven patients
were admitted to hospital dunng the expenment after
their discharge the specialized home care was restarted

The age of the parhapatmg patients was between 27
and 60 years, and they were all males Four of the
patients were hvmg alone with an informal earegiver
nearby Two pahents were reeeivmg informal eare from
their parents The other seven patients were hvmg with
their partners

Instruments

The followmg data have been eolleeted to answer the
three questions After eaeh honne visit the hospital and
eommumty nurses reeorded all aetivities and tasks under-
taken on a diary sheet They also kept reeords of the
faahties used and the time spent on these aetivities A
logbook m the homes of the patients was used as a means
of eommumeation between the earegivers

On several occasions dunng the speaalized home care,
semi-structured interviews were held with the patient and
with the mformal caregiver In these interviews questions
were asked about expenence with the specialized home
care These mterviews were plarmed to take place after 1,
3i and 6 months of home care Soon after the start of the
expenment this time schedule was seen to be mfeasible
After I month two patients had already died and two
others had to be admitted to hospital Only a few of the
partiapatmg patients were able to give an mterview after
3i and 6 months Only nme patient mterviews (after
1 month) could be analysed for this evaluation

Informal caregivers

A similar mterview and hme schedule was set up for the
mformal car^vers Durmg the expenment the same
time sdteduie problems emerged Because the mformal

caregivers were also mterviewed after the death of the
patient or after admission to hospital or a nursmg home,
more data were collected A total of 17 mfonnal
caregivers' mterviews were analysed (seven after I
month, 10 after endmg the home care penod)

After eomplehon of the penod of speaalized home
eare for a pahent, all professional earegivers mvolved m
the expenment were sent a postal questionnaire They
were asked about posihve and negative expenenee of
speeiahzed home eare and of the eo-ordination of eare
and the eollaboration with other earegivers Data were
eolleeted from the general praetihoner (10 times), hospital
nurse (15 times) and eommumty nurse (14 times) for
most patients Sometimes more than one eommunity or
hospital nurse was mvolved m the home eare

Below, attention is paid to the three aspeets of the
evaluation study, the medieal, psyeho-soeial and orgamz-
ational aspeets of speeialized home eare In other words,
what eare was given dunng the expenment and what the
expenenee of the reeeivers and providers was m respeet
of this new kmd of eare

RESULTS

Teehnical-^nedieal and nursmg care

The teehnieal-medieal eare and nursmg eare that was
offered m the homes of the pahents dunng this expen-
ment eonsisted of a eombmahon of relocated specicihzed
care and regular commumty nursmg care

The average number of home visits by the specialized
hospital nurses was nme per pahent, with a range of two
to 20 visits The average length of a visit wans l i hours,
with a range of 25 mmutes to 5 hours Only six of the 13
patients partiapatmg received regular or intensive care
from the community nurse The average length of these
home visits was I hour, with a range of 15 minutes to 2
hours When the duration of the penod of speaahzed
home care is taken mto account, the intensity of the care
needed appears to be related to it those who parhapated
m the expenment for a relahvely short penod needed
more care from the speaahzed hospital nurses and the
community nurses

Specialized hospital nurses

Table 3 gives an overview of the eare given by the
speaalized hospital nurses Thirty-three per eent of the
home visits mvolved the hospital nurse takmg a blood
sample by venapunction In 22% of the home visits
medicahon was admmistered via a port-a-cath, and m
17% of the cases a needle was fixed m a port-a-eath
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Table 2 Home eare by the
speeialized hospital nurse
and the eommumty nurse
during the expenment

Table 3 Speaalized home
eare by the speaalized
hospital nurse, absolute
numbers and pereentage of
the total number of home
visits (n=II7)

Number of pahents
Tottd number of home visits
Average number of home visits per patient
Average duration of home visits (mmutes)
Number of weekly home visits by length

of penod of speeialized eare
< 1 month
2—5 months
> 6 months

Speaalized

13
117

9 (range
90 (range

25
0 7
05

home eare

2-20)
25-600)

Commuruty nursmg eare

6
149

10 (range 4-48)
60 (range 15-120)

6 6
42
—

Absolute
number %

Speaal treatments
Taking a blood sample by venapunehon
Administenng medieahon by port-a-eath
Fixmg a needle m port-a-eath
Admmistenng pentamidme/ventolin by atomizer
Insertmg an infusion (penpheral)
Takmg a eulture
Givmg a blood transfusion (maximum 2 paeked eells)
Admimstenng parenteral feedmg by port-a-eath
Takmg a sputum-eulture
Takmg a blood-eulture by venapunehon
Administenng elothng fadors
Other

Edueation
lnformahon on treatment given
Information on medieahon given
Diseussmg the pressure the informal earegiver is subjeeted to
Suggestions for possible additional professional eare
Suggestions for possible admission to hospital/nursmg home
Suggeshons for ways of adaphng the house
Diseussmg the nsk of eontagion with informal earegiver

Support
Aeeeptanee of illness (patient)
Aeeeptanee of illness (informal earegiver)
Acceptance of death (mfonnal caregiver)
Aeeeptanee of death (pahent)
Other

38
24
20

6
4
4
3
2

33
22
17

5
3
3
3
2

94
38
39
21
10

2
3

37
33
11

9
13

80
32
33
18

9
2
3

32
29

9
8

11

Some of the protocolled treatments were not admmis-
tered at home takmg a sputum-culture, takmg a blood
culture and admmistenng elothng factors

The specialized care by the hospital nurses mcluded
more than techmcal—medical and nursmg care They also

provided health educahon and psycho-soaal support to
the patients and mfoimal caregivers durmg the home
visits In fact, m 23% of the home visits education and
support were the mam purpose of the visit This mostly
concemed mfonnahon on the treatment given (80%) and
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Table 4 Community nursmg
eare by the eommunity
nurse, absolute numbers and
pereentage of the total
number of home visits
(n=149)

Categones of eare

Teehnieal nursmg eare
Personal hygiene eare
Support for informal earegivers
Health edueation (a) information

(b) stimulation and reassurance
Support for psyeho-soeial problems
Household aehvities

Absolute
number

136
135
54
44
23
38
26

91
91
36
30
15
26
17

on the medieahon used (32%) (Table 3) The 'pressure the
mfonnal earegiver was subjected to', and 'the aeeeptanee
of the llhiess' were discussed m about one-third of the
home visits (33-32%) It was stnkmg that virtually equal
attention was given to the patient and informal care-
givers After 40% of the home visits, the hospital nurses
consulted specialists and, after 9% of the home visits,
commumty nurses

Commumiy nurses
Commumty nurses focused on personal hygiene and
techmcal nursmg care of the patient (see Table 4) This
was the case m more than 90% of the home visits, l e
prevention and care of pressure sores (80%), makmg the
bed (43%), bathmg (85%), dressmg (57%) or movmg the
pahent (25%)

Health education and support were also provided by
the commumty nurses They spoke about the llhiess,
complamts (together 20%) and medication (8%), about
the acceptance of the illness (12%) and the burden of eare
for the informal caregiver (26%)

Unfortunately, there are no figures available on
techmcal-medical and nursmg care given by the special-
ized hospital nurses at the out-pahent clinic Accordingly,
the data presented here are meant more as an illustration
of the speaalized home eare provided, rather than as
referenee matenal The eare provided by the eommumty
nurse, on the other hand, can be compared to a Dutch
nahonal survey of commumty nursmg care (Vorst-
Thijssen ei al 1990) The partiapatmg pahents with
AIDS received more techmcal nursmg care (91% agamst
74% of the home visits) and more personal hygiene eare
(91% agamst 62%) than is generally provided by the
commumty nurse More attenhon was also given to the
mformal caregiver (36% agamst 27%) When the length
of the home visits (for those AIDS patients who did
receive care fi'om the community nurse) is taken into
account, there appears to be more similanty with

patients who receive terminal eare (60 eompared to
40 mmutes)

The expenence of the patients and informal
caregivers

In general, the expenenee of both the patient and the
mformal earegiver of speaalized home eare was posihve
Beforehand, the patients were asked about their motives
m partiapatmg m the expenment Push as well as puU
faetors appeared to be important the motives below
were menhoned most often

I won't have to travel to the out-patient elinie any more

I ean stay m my own house with those elose to me

Dunng the expenment these aspeets were also impor-
tant The most positive mfluenee of speeialized home eare
appeared to be that their daily hfe was relatively less
disturbed by the illness The mfluence of the home care
on 'their confi-ontahon with AIDS', 'their hvmg situation'
and 'the number of people who come to visit the patient'
was assessed as neutral

Generally, the patients were very satisfied with the
quality of specialized nursmg eare and the amount of care
they received In particular, the emotional support given
by the hospital nurse was highly appreciated

I ean diseuss all my eomplamts at length

The lmpossibihty of aecess to the specialized hospital
nurse durmg the weekend was felt as a severe problem m
the case of an emergency dunng the mght or evenmg the
patient still had to go to hospital One of the patients
said

It should be possible to eontaet the speaalized nurse 7 days
a week

The patients did not feel able to judge the eo-ordmation
of eare between the mtemal medieme speaalist and
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hospital nurse and between the hospital nurse suid
commumty nurse The commumcahon between the
speaahst and general practihoner, on the other hand, was
madequate, accordmg to four of the pahents mterviewed
The general practitioner did not receive enough mfor-
mahon about the illness and treatment Eight pahents
were regularly visited by their general practitioner,
largely for soaal reasons This demonstrable mterest was
highly appreaated by the patients

The informal earegivers tended to subsenbe to most of
these opimons They appeared to be more positive about
the eo-ordmation and eo-operahon of the home eare The
amount of care received was assessed very positively
Some of them thought that several different professional
caregivers were visitmg the house was mconvement for
the pahent None of the patients had any objections
about it, however

About one-third of the mformal caregivers did not find
the pene)d of speaalized home care too severe a burden
One of them said

It gives you strength I eould have eontmued for another
10 years

Others were a httle less enthusiastie The majonty of the
mformal earegivers mterviewed menhoned physieal and
psyehologieal stress and laek of freedom durmg the
penod of eare

The expression 'meanmgful' was used by most of
them Despite everything it was worth it after all One of
the relatives said

In spite of everythmg, he was with us
awfully elear after his death

that beeame

Experience of the professional caregivers

lnformahon about this aspeet of the evaluation study
eame fi'om 10 general practihoners (10 pahents), three
hospital nurses (13 patients) and from 14 different
commumty nurses (10 patients)

General practihoners

The general practitioners visited eight of the 10 pahents
regularly durmg the whole penod of speaahzed home
care In their view that meant twice to four times per
month As regards the two other patients, the general
prachhoner only got mvolved m the home care at the
end of the penod (around their death or admission to
hospital/nursmg home)

Eight general prachhoners had had contact with the
mtemal speaahst Five of them had posihve and three

had negative expenences These last general practitioners
were dissatisfied with the mformation they received (too
httle/illegible) on the health status treatment and medi-
cation of the patient and m particular on the date of
discharge Six general practitioners had had contact with
the speaalized hospital nurse, usually by means of the
logbook, by telephone or via the mformal caregivers
Two of them were enthusiastic about the collaboration
The other four were more neutral Contact with the
commumty nurse was also reported by six general
practitioners All of them were very posihvely disposed
They usually knew one another fairly well

In the opmion of the general practitioners, the amount
of care was suf&aent Only one general prachhoner
recorded an undesirable situahon for a pahent because of
an maccurate procedure sunoimdmg discharge

Their personal expenences were mamly positive and
vaned between 'rather taxing' and 'very mstruchve'

Spectaltzed hosptial nurses

All the hospital nurses were very posihve about the
contact with the mtemal speaahst They were also
posihve about the collaboration with the general prac-
htioner and the commumty nurse 'good' to 'neutral'
One of the general prachhoners appeared to be a bad
reporter (who did not make use of the logbook), which
resulted m extra work for the hospital nurse In the
opimon of the hospital nurses, the assessment visits with
the commumty nurse were very useful

In their opmion, the amount of care provided was
sufi&aent at the begmmng of each new speaahzed home
care situation, it was even possible to make extra visits to
the pahents' home to reassure them

As less posihve aspects they mentioned the situation
dunng the weekend and at mght the fact that it was
impossible for the pahent to get m contact with the
hospital nurse placed an extra burden on the mformal
caregiver On two occasions, this led to an undesirable
situahon and an mevitable admission to hospital The
three other undesirable situahons reported occuned as a
result of mistakes m the supply of matenals and lack of
co-ordmation sunoundmg discharge from hospital

The personal expenence of the hospital nurses was
mainly positive Aspects that did bnng some discomfort
were

when the pahent expressed a wish for euthanasia

when a pahent needs very mtensive eare, 3 hours a day for
2 weeks

when a pahent passes away very soon after the statt of eare
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Community nurses

Eleven of the 14 eommumty nurses reportmg had had
contact with the general practihoner they had all
posihve expenences

He was always available

Weekly eontaet, very pleasant eo-operation

The opmions differed about the eo-operahon with the
speaalized hospital nurse Five eommumty nurses were
very posihve about it, while five others were neutral
One eommumty nurse was dissahsfied She reported
'frequent changes m the hospital nurses and difficult
contact'

In their opmion the amount of care provided
was suffiaent Most of them were very positive about
the whole project A few undesirable situations were
reported

Patient suffered unneeessary pam beeause there was msuf-
fiaent eontrol of medieahon (and informal earegiver)

It was unelear who should fix the eatheter

Their own expenences with the home care for patients
with AIDS vaned between

Canng for an AIDS pahent is as mueh a burden as eanng for
any other pahent with a terminal disease

Canng for an AIDS patient is an extra burden beeause of the
need for more edueahon and support from relahves

In summary, the professional caregivers were posi-
tively disposed towards the option of speaalized home
eare for AIDS patients It was thought to be a good
opportumty to offer appropnate eare at home Others
judged that this kmd of home care made a contnbuhon to
a more worthy, humane proeess of dymg It was also
eonduded that the length of hospital stays deereased
sigmfieantly, m parheular for patients with a port-a-eath
One of the general practitioners said

I should like this kmd of eare myself

Problems

In addition to positive remarks about this new form of
health eare delivery, a number of earegivers did also
menhon some problems First, eo-ordmation and eom-
mumeahon among earegivers was not optimal m a
number of respeets General praehtioners m partieular felt
that they were not suffiaently well-informed by the
speaalists When home eare starts (or is restarted) it
should be made dear who is responsible for what
Commimity nurses say that, with respect to treatment.

more exphat agreements should exist between pnmary
health care and specialist medical care They also pomt to
a certam amount of overlap, espeaally m the support of
patients and mformal caregivers A general lack of
knowledge and expenence with AIDS pahents among
commumty nurses is also mentioned as a problem

A second problem is the fact that a specialized hospital
nurse is not available durmg the weekend This pomt was
menhoned by nearly every pahent, mformal earegiver,
general praetitioner and eommumty nurse In ease of
emergeney durmg the mght or evemng the patient still
had to go to hospital, and some mformal earegivers were
overwhelmed by the responsibihty for the well-bemg of
the patient

Third, informal earegivers were heavily burdened,
though often at their own wish Extra help offered by the
eommumty nurse was often rejected by the pahent's
relahves

Fmally, durmg the expenment, it became dear that
the supply of matenals presented senous problems
as well, especially m respeet of timely delivery and
reimbursement

DISCUSSION

The general eonelusion whieh ean be drawn on the basis
of this expenment is that eontmuation of speaahzed
home care for AIDS pahents is seen as desirable from the
point of view of the pahents and mformal and pro-
fessional caregivers Furthennore, it has been shown that
it IS possible to relocate the teehmeal-medieal and
nursmg eare from the out-pahent dime to the pahents'
home

Generally, it ean be said that the changeable course of
AIDS produces a lot of vanahon m the total amount
of time pahents need eare, as well as m the frequeney of
eare A number of pahents m faet reeeived terminal eare
Care for these patients was often mtensive, they also
received more regular commumty nursmg care For
others agam, the expenment was an opportumty to retam
a degree of mdependence nnueh longer than nonnal The
sometimes rapidly dedmmg health situahon of parha-
patmg patients might have more to do with the available
medieahon for AIDS patients than with the selection
cntena of the expenment It seems that the expenment
was espeaally relevant for patients with a port-a-eath A
eonsiderable (5-13 day) deerease in length of hospital
stay was registered for four of the five patients

Nevertheless, a number of problems have ansen, which
should be dealt with m view of the eontmuation of this
speaalized home care m particular, the availability of a
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speaalized hospital nurse outside normal workmg
hours The co-ordmahon of care and the commumcation
between professional caregivers also caused problems

Dunng the expenment it became more and more dear
that, m addition to the relocated prachcal nursmg care,
support, counsellmg and co-ordmation were important
aspects of the care provided m 23% of the home visits by
the hospital nurse, this was the mam reason for the visit
Health educahon and support were important aspects of
the care given by the commumty nurse as well Not only
the pahents but also the informal caregivers have an
urgent need for education and support almost equal
attention was given to both by hospital nurses These
expenences m Rotterdam are m accordance with the
expenence of the Home Support Team m inner London
(Smits ei al 1990) The availabihty of this team (con-
sistmg of SIX specialized nurses, a general prachtioner
medical officer and a receptiomst) out of hours to patients
was a key part of the service Reasons for pahents to
contact the team out of normal workmg hours were, for
mstance, 'detenorahon m condihon (40%)' or 'need for
advice and reassurance (25%)' Pahents perceived the role
of the team largely m terms of offermg advice, social
support and contactmg other agenaes for them

Co-ordmation of care

In general, problems of co-ordmahon of care for patients
with AIDS appears to be particularly acute between the
hospital and commumty services and among the vanous
agenaes mvolved m providing commumty care
(Beedham & Wilson-Bamett 1993) EXmng this explora-
tory expenment, co-ordmation of eare took plaee at an
individual level somehmes the patient or the mformal
earegiver co-ordmated the care themselves General
prachhoners' mvolvement m co-ordinahon of home care
seemed to vary with his or her contact with the pahent
and his or her mterest m AIDS The development of a
more structural kmd of co-ordmahon is highly desirable

To ensure effechve commumcahon between the pro-
fessional caregivers, it would seem important to have a
co-ordmated assessment visit by the hospital nurse and
commumty nurse together and to promote effechve
commumcahon by means of a logbook at the home of the
pahent

This expenment m Rotterdam eould be elassified as a
'speaahst' model of care (Layzell & McCarthy 1993) For

the future, takmg mto account the mcreasmg inadence of
HIV and growmg demand for home care, another model
of care m which extra attention is paid to co-ordmatmg
and supportmg tasks, might be more appropnate
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