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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
nursing care During a certain phase of the disease some of the patients have
to visit the out-patient chruc of the hospital for regular treatment It was
noticed that AIDS patients find these visits a severe burden Therefore in
Rotterdam an expenment has been started to provide them the
technical-medical and nursing care at home instead of at the out-patient
chnic Durning the expenment, specialized hospital nurses visited the patients
at home They worked 1n close collaboration with the community nurses An
exploratory study was carried out to assess the prospects and difficulties of
this new kind of home care for AIDS patients from a medical, psycho-social
and organizational pomnt of view The results suggested that it 1s possible to
relocate the technical-medical and nursing care from the out-patient clinic to
the patients’ home This specialized home care 1s seen as desirable from the
perspectives of the AIDS patients and informal and professional caregivers
However, some organizational aspects, like the co-ordination and
communication among caregivers and the availability of the specialized
hospital nurses during the weekend, must be improved n the future

1993) In the last decade, public health care and health

AIDS has been described as the greatest challenge to care workers have been preparing for this new disease

public health of our time (Beedham & Wilson-Barnett
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and 1its patients practical measures have been taken
(gloves, needle-boxes) to reduce the nsk of contagion
Behaviour guidelines have been given, since 1t 1s in the
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exposed to potential infection while performing routine
tasks They must be constantly aware that infection
might come from an undiagnosed ndividual

As long as there 1s no effective treatment for AIDS
available, the major part of the care which nurses are able
to provide may be emotional support for patients and
their relatives and good physical care (Robbins et al
1992) In this context Suminoff ef al (1991) stated that
AIDS challenges the ability of health care workers to
provide competent and compassionate care to patients
This ability to provide both the physical and emotional
care needed may be hampered by the degree of knowl-
edge and the attitudes of nursing staff (Robbins et al
1992) Findings from several studies among nursing staff
reveal that there 1s hmited knowledge about many
aspects of AIDS (Bond et al 1990, Melby et al 1992,
Plant & Foster 1993) More mmportant, however, 1s that
nurses are concerned about their lack of experience and
knowledge about HIV infechion, and have reported
nsufficient professional support to enable them to work
more effectively

Meeting the challenge

When AIDS poses a challenge to health care, a major part
of meeting thus challenge 1s to provide services which are
responsive to the needs of those affected (Beedham &
Wilson-Barnett 1993) In this paper an example of such
service will be described An expeniment with specialized
home care for patients with AIDS was started at the
initiative of the out-patient department for mternal
medicine of the University Hospital of Rotterdam, The
Netherlands This was done mn close collaboration with
the community nursing organization in Rotterdam

This expenment of relocating specialist care to the
homes of the patients fits well into the moving patterns
of care for patients with AIDS While the mitial response
to the epidemic came from health authortties in high
prevalence areas and involved the setting up of specalist
hospital care and hospital-based services, the emphasis of
care 13 moving mncreasingly towards the communty
(Beedham & Wilson-Barnett 1993) But because of the
complexity of the disease and the relatively new and
experimental treatment and medication, co-operation
between specialized hospital care and commuruty nursing
care seems particularly significant According to Layzell
& McCarthy (1993), in the development from speciahst
to genenc care, distinctions can be made among three
types of home care for patients with AIDS, ‘specialist
HIV home support teams’, ‘chnical nurse specialist n
HIV/AIDS' and ‘generic community nursing care’

THE EXPERIMENT IN ROTTERDAM

Patients with AIDS are permanently dependent on
medical and technical nursing care During a certain phase
of the disease some of the patients have to visit the
out-patient clinic of the hospital for regular treatment At
the Untversity Hospital of Rotterdam, 1t was noticed that,
in general, AIDS patients find these visits (the journey,
the waiting time) a severe burden Presumably, these
visits have a negative effect on their quality of life, they
may even make admrussion to hospital inevitable To meet
the needs of these patients with AIDS, an experiment has
been started to provide them with appropriate care at
home

Two physicians specializing 1in internal medicine, and
three hospital nurses specializing 1n the care for patients
with AIDS, were part of the orgamization of the out-
patient chnic for internal medicine The specialist nurses
also had the tasks of psycho-social counselling and
educating the patient and his or her relatives about HIV
mfection (Academisch Ziekenhuis Rotterdam 1991)

During the experiment the specialized hospital nurses
visited the patients at home So, instead of gomng to the
out-patient chinic, the participating patients recerved
specialized home care The specialist who was in charge
of the patient bore responsibility for the specialized home
care A patient could only take part in the experment if
the general practitioner did not object to the specialized
home care Whenever necessary, this specialized nursing
care was complemented by regular community nursing
care

This could be seen as an experiment in ‘transmural
nursing care’ for AIDS patients In this experiment, the
hospital nurse and the communuty nurse worked n close
collaboration to guarantee the continuity of care and the
most convenient care for the pahent Before the speaal-
1zed care at the home of a patient started, the hospital
nurse and the commuruty nurse made the assessment visit
together During the experiment the hospital nurse and
the community nurse together bore responsibility for the
co-ordination of the home care

Protocols

Protocols were drawn up for those technical-medical and
nursing treatments normally given in the out-patient
clinic and relocated within the framework of the expen-
ment to the home of the patient Conditions, necessary
facihities and procedures, as well as possible complications
were described extensively in those protocols The nec-
essary qualifications were also assigned for admirustening
each of the technical-medical and nursing treatments For
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Table 1 Relocated
technical-medical and

Technical-medical and nursing care

Required level of qualitiication®

nursing care and its required

qualification Taking a culture

Taking a sputum-culture

Giving a blood transfusion (maximum 2 packed cells)
Administering pentamidime/ventolin by atomizer

Inserting an infusion {penpheral)

Admunistering parenteral feeding by port-a-cath
Taking blood sample by venapunction

Taking a blood culture (by venapunction)

Fixing a needle in port-a-cath
*Required qualficabion code A,

commuruty nurse- code B,
speaalized nurse code C the first
time done by physician, later
delegated to speaahized nurse

Admunistening medication by port-a-cath
Admurustering clotting factors

Code A
Code A
Code A
Code A

Code B
Code B
Code B
Code B
Code B

Code C
Code C

example, qualification treatments with code A might be
given by any nurse with basic traning and also by a
commuruty nurse But for prachical reasons the specialized
hospital nurse might give these treatments during the
expenment, because the cultures taken had to be analysed
mn the hospital laboratory An extra quahfication was
needed for treatment with code B Only nurses special-
1zing n the care of AIDS patients were qualified to take
part n this experiment Treatments with code C could be
gwven by a physician the first time and later delegated
to a specialized nurse Table 1 gives an overview of
the technical-medical and nursing treatments that were
selected for relocation

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

Patients qualified to take part in the experiment when,
according to the classification of the Centers for Disease
Control (WHO 1991), therr HIV infection was in phase
IV B, C or D and when therr Kamofsky Performance
Score (Gnieco & Long 1984) equalled 60 (=TRequures
occastonal assistance but 1s 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 mformal caregiver

Karnofsky Performance Score

The first selechion of potental participants was made
by the medical team in the hospital The Kamofsky
Performance Score was used as an indicator for the
degree of care needed When the medical criteria
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were met and the patient was mnterested n the expen-
ment, the speciaized hospital nurse informed the
patient about the practical requirements i respect of
housing The attendance of an informal caregiver and
the co-operation of the general practitioner were also
discussed The patient, the informal caregiver and the
general practitioner had to sign an informed consent
form in which they also agreed to participate in an
evaluation of the expenment

EVALUATION

An evaluation was part of the experiment The am of
this exploratory study was to assess the prospects
and difficulties of this new kind of home care for
AIDS patients from medical, psycho-social and organiz-
ational pomnts of view More speafically, the evaluation
attempted to find answers to the following questions

1 From a medical pomnt of view, is it possible to
relocate technical-medical and nursing treatment
from the out-patient clinic to the home of the patient?

2 From a psycho-social point of view, what experence
do the patients and the informal caregivers have of
this kind of speciahized nursing care?

3 From an organizational point of view, what exper:-
ence do the professional caregivers have? What 1s the
best way to organuize special home care for AIDS
patients?

An attempt was made to evaluate the economic
aspects of the relocation of specialized home care as well
The results made 1t clear that analysing the costs of
health care 1s a very complex process and that further
study 1s necessary The results will not be presented here
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METHOD
Sample
Between March 1991 and September 1992 13 patients
took part in the experiment Three of them did so in 1991
and the others in 1992 Owing to 1ll health and shortage
of personnel the experiment had to be suspended from
August 1991 through to January 1992

The average period of specialized home care recerved
by the patients was 3 months The shortest period of care
was only 16 days Only one patient received specialized
home care for the maximum period of 6 months Three
others took part in the experiment until the end of the
project

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

The age of the participating pahents was between 27
and 60 years, and they were all males Four of the
patients were hving alone with an informal caregiver
nearby Two patients were receiving informal care from
their parents The other seven patients were hiving with
therr partners

Instruments

The following data have been collected to answer the
three questions After each home visit the hospital and
communuty nurses recorded all activities and tasks under-
taken on a diary sheet They also kept records of the
facilities used and the time spent on these activities A
logbook 1n the homes of the patients was used as a means
of communication between the caregivers

On several occasions during the specialized home care,
semi-structured interviews were held with the patient and
with the informal caregiver In these interviews questions
were asked about expenence with the specialized home
care These interviews were planned to take place after 1,
3% and 6 months of home care Soon after the start of the
expeniment this time schedule was seen to be infeasible
After 1 month two patients had already died and two
others had to be admtted to hospital Only a few of the
participating patients were able to give an interview after
34 and 6 months Only nine patient interviews (after
1 month) could be analysed for this evaluation

Informal caregivers

A simular interview and time schedule was set up for the
informal caregivers During the expertment the same
time schedule problems emerged Because the informal

caregivers were also interviewed after the death of the
patient or after admussion to hospital or a nursing home,
more data were collected A total of 17 informal
caregivers’ interviews were analysed (seven after 1
month, 10 after ending the home care period)

After completion of the peniod of specialized home
care for a patient, all professional caregivers involved in
the experiment were sent a postal questionnaire They
were asked about positive and negative experience of
spectalized home care and of the co-ordination of care
and the collaboration with other caregivers Data were
collected from the general practitioner (10 times), hosptal
nurse (15 times) and commuruty nurse (14 times) for
most patients Sometimes more than one community or
hospital nurse was involved m the home care

Below, attention 1s paid to the three aspects of the
evaluation study, the medical, psycho-social and organuz-
ational aspects of specialized home care In other words,
what care was given during the experiment and what the
expenence of the recervers and providers was i respect
of this new kind of care

RESULTS

Technical-medical and nursing care

The techrucal-medical care and nursing care that was
offered in the homes of the patients during this expen-
ment consisted of a combmation of relocated specialized
care and regular community nursing care

The average number of home visits by the specialized
hospital nurses was nine per patient, with a range of two
to 20 visits The average length of a visit wans 14 hours,
with a range of 25 minutes to 5 hours Only six of the 13
patients participating received regular or intensive care
from the community nurse The average length of these
home visits was 1 hour, with a range of 15 minutes to 2
hours When the duration of the peniod of specialized
home care 1s taken into account, the mtensity of the care
needed appears to be related to 1t those who participated
in the experiment for a relatively short penod needed
more care from the specialized hospital nurses and the
community nurses

Specialized hospital nurses

Table 3 gives an overview of the care given by the
specialized hospital nurses Thurty-three per cent of the
home visits nvolved the hospital nurse taking a blood
sample by venapunction In 22% of the home wvisits
medication was admurustered via a port-a-cath, and
17% of the cases a needle was fixed in a port-a-cath
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Table 2 Home care by the
speciahized hospital nurse
and the community nurse
during the experiment

Table 3 Specialized home
care by the speciahzed
hospital nurse, absolute
numbers and percentage of
the total number of home
visits (n=117)

Some of the protocolled treatments were not adminus-
tered at home taking a sputum-culture, taking a blood
culture and admunistering clotting factors

The specialized care by the hospital nurses included
more than technical-medical and nursing care They also
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Specialized home care Commurnuty nursing care

Number of patients 13
Total number of home wisits 117
Average number of home visits per patient 9 (range 2-20)
Average duration of home visits (minutes) 90 (range 25—600)
Number of weekly home visits by length

of penod of speciahized care

6
149
10 (range 4—48)
60 (range 15-120)

<1 month 25 66
2~5 months 07 42
> 6 months 05 —
Absolute
number %
Special treatments
Taking a blood sample by venapunction 38 33
Admnstering medication by port-a-cath 24 22
Fiang a needle m port-a-cath 20 17
Administening pentarmudine/ventolin by atormuzer 6 5
Inserting an infusion (peripheral) 4 3
Taking a culture 4 3
Giving a blood transfusion (maximum 2 packed cells) 3 3
Admunustering parenteral feeding by port-a-cath 2 2
Taking a sputum-culture — —
Taking a blood-culture by venapunction — —
Admnstering clotting factors — —
Other 8 7
Education
Information on treatment given 94 80
Information on medication given 38 32
Discussing the pressure the nformal caregiver 1s subjected to 39 33
Suggestions for possible additional professional care 21 18
Suggestions for possible admission to hospital/nursing home 10 9
Suggestions for ways of adapting the house 2 2
Discussing the risk of contagion with informal caregiver 3 3
Support
Acceptance of illness (patient) 37 32
Acceptance of illness (informal caregiver) 33 29
Acceptance of death (informal caregiver) 11 9
Acceptance of death (patient) 9 8
Other 13 11

provided health education and psycho-social support to
the patients and informal caregivers dunng the home
visits In fact, m 23% of the home wisits education and
support were the main purpose of the visit This mostly
concerned information on the treatment given (80%) and
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Table 4 Commuruty nursing

care by the community Absolute
nurse, absolute numbers and Categones of care number %
percentage of the total
number of home visits Technical nursing care 136 91
(n=149) Personal hygiene care 135 91
Support for nformal caregivers 54 36
Health education (a) information 44 30
(b) stimulation and reassurance 23 15
Support for psycho-social problems 38 26
Household activities 26 17

on the medication used (32%) (Table 3) The ‘pressure the
informal caregiver was subjected to’, and ‘the acceptance
of the illness” were discussed in about one-third of the
home visits (33-32%) It was striking 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,
commurnuty nurses

Commumity nurses

Community nurses focused on personal hygiene and
techmical nursing care of the patient (see Table 4) This
was the case in more than 90% of the home wvisits, 1e
prevention and care of pressure sores (80%), making the
bed (43%), bathing (85%), dressing (57%) or moving the
patient (25%)

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

Unfortunately, there are no figures available on
technical-medical and nursing care given by the special-
1zed hospital nurses at the out-patient clinic Accordingly,
the data presented here are meant more as an illustration
of the specialized home care provided, rather than as
reference matenial The care provided by the commumty
nurse, on the other hand, can be compared to a Dutch
national survey of community nursing care (Vorst-
Thyssen et al 1990) The participating patients with
AIDS recerved more techrucal nursing care (91% agamnst
74% of the home wvisits) and more personal hygiene care
(91% against 62%) than 1s generally provided by the
community nurse More attention was also given to the
mformal caregiver (36% against 27%) When the length
of the home wvisits (for those AIDS patients who did
recerve care from the community nurse) 1s taken mto
account, there appears to be more smlanty with

patients who receive termmnal care (60 compared to
40 munutes)

The experience of the patients and informal
caregivers

In general, the expenience of both the patient and the
informal caregiver of specialized home care was positive
Beforehand, the patients were asked about their motives
in participating in the experiment Push as well as pull
factors appeared to be important the motives below
were mentioned most often

I won't have to travel to the out-patient climic any more
I can stay in my own house with those close to me

During the experiment these aspects were also impor-
tant The most positive nfluence of specialized home care
appeared to be that their dailly hfe was relatively less
disturbed by the illness The influence of the home care
on ‘therr confrontation with AIDS’, ‘their iving 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 nursing care and the amount of care
they recerved In particular, the emotional support given
by the hospital nurse was highly appreciated

I can discuss all my complaints at length

The impossibility of access to the specialized hospital
nurse during the weekend was felt as a severe problem in
the case of an emergency during the mght or evening the
patient still had to go to hospital One of the patients
said

It should be possible to contact the specialized nurse 7 days
a week

The patients did not feel able to judge the co-ordination
of care between the nternal medicine specialist and
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hospital nurse and between the hospital nurse and
community nurse The communication between the
specialist and general practitioner, on the other hand, was
mnadequate, according to four of the patients interviewed
The general practitioner did not recerve enough infor-
mation about the illness and treatment Eight patients
were regularly wvisited by therr general practitioner,
largely for social reasons This demonstrable interest was
hughly appreciated by the patients

The informal caregivers tended to subscnbe to most of
these opimions They appeared to be more positive about
the co-ordination and co-operation of the home care The
amount of care received was assessed very positively
Some of them thought that several different professional
caregivers were visiting the house was inconvenuent for
the patient None of the patients had any objechions
about it, however

About one-third of the informal caregivers did not find
the period of specialized home care too severe a burden
One of them said

It gives you strength I could have continued for another
10 years

Others were a little less enthusiastic The majonty of the
informal caregivers interviewed mentioned physical and
psychological stress and lack of freedom during the
penod of care

The expression ‘meaningful’ was used by most of
them Despite everything it was worth 1t after all One of
the relatives said

In spite of everything, he was with us that became

awfully clear after his death

Experience of the professional caregivers

Information about this aspect of the evaluation study
came from 10 general prachitioners (10 patients), three
hospital nurses (13 patients) and from 14 different
communty nurses (10 patients)

General prachhoners
The general practitioners visited eight of the 10 patients
regularly during the whole penod of specialized home
care In therr view that meant twice to four times per
month As regards the two other patients, the general
practitioner only got involved in the home care at the
end of the period (around their death or admussion to
hospital/nursing home)

Eight general practitioners had had contact with the
mternal specialist Five of them had positive and three
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had negative expeniences These last general practitioners
were dissatisfied with the information they recerved (too
little/illegible) on the health status treatment and med:-
cation of the patient and n particular on the date of
discharge Six general practitioners had had contact with
the specialized hospital nurse, usually by means of the
logbook, by telephone or via the informal caregivers
Two of them were enthusiastic about the collaboration
The other four were more neutral Contact with the
community nurse was also reported by six general
practitioners All of them were very positively disposed
They usually knew one another fairly well

In the opimnion of the general practitioners, the amount
of care was suficient Only one general prachtioner
recorded an undesirable situation for a patient because of
an mnaccurate procedure surrounding discharge

Their personal experiences were mamly positive and
varied between ‘rather taxing’ and ‘very mstructive’

Specialized hospital nurses
All the hospital nurses were very positive about the
contact with the internal speciaist They were also
positive about the collaboration with the general prac-
titioner and the commurty nurse ‘good’ to ‘neutral’
One of the general practitioners appeared to be a bad
reporter (who did not make use of the logbook), which
resulted n extra work for the hospital nurse In the
opmion of the hospital nurses, the assessment visits with
the commurnity nurse were very useful

In therr opmion, the amount of care provided was
sufficient at the beginning of each new specialized home
care sttuation, it was even possible to make extra visits to
the patients” home to reassure them

As less positive aspects they mentioned the situation
during the weekend and at rught the fact that it was
impossible for the patient to get in contact with the
hospital nurse placed an extra burden on the informal
caregiver On two occasions, this led to an undesirable
situation and an mevitable admussion to hospital The
three other undesirable situations reported occurred as a
result of mustakes in the supply of matenals and lack of
co-ordmation surrounding discharge from hospital

The personal experience of the hospital nurses was
mainly positive Aspects that did bring some discomfort
were

when the patient expressed a wish for euthanasia

when a patient needs very intensive care, 3 hours a day for
2 weeks

when a patient passes away very soon after the start of care
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Community nurses

Eleven of the 14 commuruty nurses reporting had had
contact with the general practiioner they had all
positive experiences

He was always available

Weekly contact, very pleasant co-operation

The opinuons differed about the co-operation with the
specialized hospital nurse Five community nurses were
very positive about it, while five others were neutral
One commumnity nurse was dissatished She reported
‘frequent changes in the hospital nurses and difficult
contact’

In ther opiuon the amount of care provided
was sufficient Most of them were very positive about
the whole project A few undesirable situations were
reported

Patient suffered unnecessary pamn because there was msuf-
fictent control of medication (and informal caregiver)

It was unclear who should fix the catheter

Therr own experiences with the home care for patients
with AIDS varied between

Canng for an AIDS patient 1s as much a burden as caring for
any other patient with a termunal disease

Canng for an AIDS patient 1s an extra burden because of the
need for more education and support from relatives

In summary, the professional caregivers were posi-
tively disposed towards the option of specialized home
care for AIDS patients It was thought to be a good
opportunity to offer appropnate care at home Others
Judged that this kind of home care made a contribution to
a more worthy, humane process of dying It was also
concluded that the length of hospital stays decreased
significantly, in particular for patients with a port-a-cath
One of the general practitioners said

I should like this kand of care myself

Problems

In addition to positive remarks about this new form of
health care delivery, a number of caregivers did also
mention some problems First, co-ordination and com-
munication among caregivers was not optimal mn a
number of respects General practitioners 1n particular felt
that they were not sufficiently well-informed by the
specialists When home care starts (or 1s restarted) it
should be made clear who 1s responsible for what
Commurity nurses say that, with respect to treatment,

more explicit agreements should exist between primary
health care and specialist medical care They also point to
a certan amount of overlap, especally in the support of
patients and informal caregivers A general lack of
knowledge and expenience with AIDS patients among
community nurses is also mentioned as a problem

A second problem 1s the fact that a specialized hospital
nurse 1s not available during the weekend Thus point was
mentioned by nearly every patient, informal caregiver,
general practitioner and commumity nurse In case of
emergency during the rught or evening the patient shill
had to go to hospital, and some informal caregivers were
overwhelmed by the responsibility for the well-being of
the patient

Third, informal caregivers were heavily burdened,
though often at their own wish Extra help offered by the
commuruty nurse was often rejected by the patient’s
relatives

Fnally, during the experment, it became clear that
the supply of matenals presented serious problems
as well, especially in respect of timely delivery and
reimbursement

DISCUSSION

The general conclusion which can be drawn on the basis
of this expeniment 1s that continuation of specialized
home care for AIDS patients 1s seen as desirable from the
pomnt of view of the patients and mnformal and pro-
fessional caregivers Furthermore, it has been shown that
it 1s possible to relocate the techmical-medical and
nursing care from the out-patient clinuc to the patients’
home

Generally, 1t can be said that the changeable course of
AIDS produces a lot of vanation i the total amount
of time patients need care, as well as in the frequency of
care A number of patients in fact recerved terminal care
Care for these patients was often intensive, they also
recetved more regular community nursing care For
others again, the experiment was an opportunity to retan
a degree of independence much longer than normal The
sometimes rapidly declimung health situation of partici-
pating patients might have more to do with the available
medication for AIDS patients than with the selection
criteria of the experiment It seems that the experment
was especially relevant for patients with a port-a-cath A
considerable (5-13 day) decrease m length of hospital
stay was registered for four of the five patients

Nevertheless, a number of problems have anisen, which
should be dealt with in view of the continuation of this
speaalized home care in particular, the availability of a
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spectaized hospital nurse outside normal working
hours The co-ordmation of care and the communication
between professional caregivers also caused problems

Durning the experiment 1t became more and more clear
that, in addition to the relocated practical nursing care,
support, counselling and co-ordination were mmportant
aspects of the care provided n 23% of the home visits by
the hospital nurse, this was the main reason for the visit
Health education and support were important aspects of
the care given by the community nurse as well Not only
the patients 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 mn Rotterdam are m accordance with the
experience of the Home Support Team m mner London
(Smuts et al 1990) The avalabihty of this team (con-
sisting of six specialized nurses, a general practitioner
medical officer and a receptiorust) out of hours to patients
was a key part of the service Reasons for patients to
contact the team out of normal working hours were, for
mstance, ‘deterioration in condition (40%)" or ‘need for
advice and reassurance (25%)" Patients perceived the role
of the team largely in terms of offening advice, social
support and contacting other agencies for them

Co-ordination of care

In general, problems of co-ordination of care for patients
with AIDS appears to be particularly acute between the
hospital and community services and among the various
agencies mvolved mn providing commurity care
(Beedham & Wilson-Barnett 1993) Durnng this explora-
tory expenment, co-ordination of care took place at an
individual level sometimes the patient or the informal
caregiver co-ordinated the care themselves General
practitioners’ mvolvement in co-ordination of home care
seemed to vary with tus or her contact with the patient
and his or her mterest m AIDS The development of a
more structural kind of co-ordination 1s highly desirable

To ensure effechive communication between the pro-
fessional caregivers, it would seem mmportant to have a
co-ordmated assessment visit by the hospital nurse and
community nurse together and to promote effective
communication by means of a logbook at the home of the
patient

This experrment in Rotterdam could be classified as a
‘specialist’ model of care (Layzell & McCarthy 1993) For
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the future, taking into account the increasing incidence of
HIV and growing demand for home care, another model
of care in which extra attention 1s paid to co-ordinating
and supporting tasks, might be more appropnate
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