PALLIATIVE CARE

SUMMARY

Family physicians were asked
about their recent experience
with caring for dying patients at
home and for their evaluation of
a recently established Palliative
Care Home Support Team.
Ninety-four percent of the
respondents had cared for at
least one dying patient at home
during the previous 2 years.
About two thirds felt
comfortable, competent,
confident, supported, and in
control. One quarter felt
personally drained by the
experience, but almost as many
found it personally renewing. Of
those who had referred patients
to the team, two thirds gave
the team high ratings for being
supportive, helpful, quick to
respond, and effective in
communication.

RESUME

Une enquéte auprés des méde-
dns de fomille visait o connaitre
leur expérience récente au
niveau des soins dispensés &
domicile aux patients en phase
terminale et leur évaluation de
la nouvelle équipe de soins pal-
liatifs offrant des services d
domicile. Parmi les répondants,
94% avaient prodigué des soins
@ au moins un patient en phase
terminale au cours des deux
années précédentes. Les deux
tiers se sont dits a I'aise, com-
pétents, confiants, en controle
et satistaits dv support requis.
Le quart se sont sentis “vidés”
personnellement par cette expé-
rience mais & peu prés le méme
nombre ont senti un renouveau
personnel. Parmi cevx qui
avaient référé des patients a
I'équipe, les deux tiers ont
accordé d I"équipe une cote éle-
vée pour son soutien, son aide,
sa rapidité de réponse et son
efficacité de communication.
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Home care of
dying patients

Famuly physicians’ experience with
a pallative care support team

IAN R. MCWHINNEY, MD, CCFP
M.A. STEWART, PHD

N THE EARLY DECADES OF THIS
century, most people died
at home, cared for by their
families and attended by
their family physicians.
Since the 1950s, however, home death
after chronic or progressive illness has
become much less common, even though
patients are at home for much of their
terminal illness."2

During the next few decades, the
increasing prevalence of cancer and other
chronic disease and the reduced number
of acute care hospital beds are likely to
increase the number of home deaths. Even
when patients die in hospital, their length
of stay is likely to be reduced, so that a
longer portion of the terminal illness will
be spent at home.

Because many people express a wish to
die at home, this trend might be welcomed
by the public. However, certain conditions
must be met if home care is to become a
satisfactory alternative to hospital care.
Among these are suitable accommoda-

Dr McWhinney, a Fellow of the College, is
Professor Emeritus in the Department of Family
Medicine at The University of Western Ontario in
London, Ont. From 1986 through 1991 he was
Medical Director of the Palliative Care Unit at
Parkwood Hospital in London. Dr Stewart is
Professor in the Department of Family Medicine at
The University of Western Ontario.

tion, family support, help in the home,
and nursing and medical services capable
of providing both day-to-day care and a
rapid response to emergencies.’

Since the beginning of the palliative
care movement, two models of home sup-
port for dying patients have developed.
One of these is a multidisciplinary team
providing all the professional support
needed by the patient and family. The
other is a consulting team acting as advis-
ers and supports for the patient’s regular
caregivers, the home care nurses and
attending physician.

In 1988, Parkwood Hospital in London,
Ont, established a team based on the second
model. Subsequently, a grant was received
from the Ontario Ministry of Health to eval-
uate the team, and as part of this evaluation
a survey of London family physicians was
carried out to ascertain the doctors’ experi-
ence with caring for dying patients at home,
their feelings about the experience, and their
assessment of the team’s services. In this
paper we describe the results of the survey,
which was carried out after the team had
been in operation for 20 months.

Care of the dying in London, Ont

London has approximately 200 family
physicians for a population of 300 000
(245 family physicians if the immediate
surrounding area is included). Family
physicians are the main source of primary
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Table 1. Physicians’ feelings about caring for their dying patients at home
Incompetent 2.8 19.3 77.9 Competent 181
NOtconﬁdem ......................... 106 AAAAAAAAAAAAAAAAAAAAAAAAA 2 68 ......................... 626C0nﬁdeml79 AAAAAAAAAAAAAAAAAAAAAAA

ISOlath .................................... “7 ......................... 307 AAAAAAAAAAAAAAAAAAAAAAAAA 5753upponed ............................................... 179 ........................

Uncomfonable ...................... 122 AAAAAAAAAAAAAAAAAAAAAAAAA 2 43 ......................... 635comfonablelgl AAAAAAAAAAAAAAAAAAAAAAAA

Omofcontml .......................... 82 ......................... 2 80 ......................... 637Incontr01182 AAAAAAAAAAAAAAAAAAAAAAAA

Anx!ous ................................... 131 ......................... 3 72 ......................... 497N0tanx10us183 ........................

Sad ........................................... 168 ......................... 5 47 ......................... 285Happy179 AAAAAAAAAAAAAAAAAAAAAAA

OverWhelmed ........................ 100 ......................... 300 ......................... 600N0t0verWhelmed180 AAAAAAAAAAAAAAAAAAAAAAA
Personaﬂymamed%?)sog ......................... 229Personauyrenewedl7g ........................
*Percentage of response in each third of a nine-point scale.

medical care. The city has a medical
school, three acute care teaching hospitals,
and two chronic care hospitals. The
London Regional Cancer Centre provides
specialized cancer care for the Southwest
Ontario region. :

At the time of the survey, London had a
14-bed palliative care unit at Parkwood (one
of the chronic care hospitals) and a 4-bed
unit at St Joseph’s Health Centre. The three
acute care hospitals had established consult-
ing palliative care teams for inpatient ser-
vices. In addition, the London Regional
Cancer Centre had a home support team
for patients under the care of the institution.

Parkwood home support team

The Parkwood Palliative Care Home
Support Team (PCHST) consisted of two
experienced palliative care nurses, each
working half time, backed up by a family
physician and a social worker (both with
extensive experience in palliative care).
The role of the team is to support family
physicians and home care nurses in caring
for patients dying at home. Most referrals
come from family physicians, and in all
cases the family physician’s approval of the
referral is required.

Within 3 days of referral, a detailed nurs-
ing assessment is done in the home and a
report, with recommendations, is made to
the family physician, to the referring physi-
cian (if different), and, if the patient is receiv-
ing home care under the Middlesex-London

Home Care Program, to the case manager
and home care nurse. Follow-up arrange-
ments are made in accordance with the
wishes of the patient, family, and caregivers.
If a medical consultation has been request-
ed, the patient is also visited at home by the
team physician. A nurse and physician are
on call at all times, and patients are told that
they may call the team if their home care
nurse or family doctor is unavailable. New
assessments and all active cases are reviewed
at weekly team meetings. The team receives
an average of four new referrals weekly.

METHOD

In 1989, the Centre for Studies in Family
Medicine received a grant to evaluate the
PCHST. At the beginning of the trial, a
survey of all family physicians in London
was done to ascertain their attitudes to,
and experience with, home care of dying
patients. Doctors were also asked to evalu-
ate the services of the team. A question-
naire was sent to all family physicians in
London and the immediate surrounding
area served by the PCHST. As well as
being asked about their recent experience
in caring for dying patients at home, they
were asked to rate, on a nine-point scale,
their feelings about caring for dying
patients and their experience with the
PCHST. Finally, they were invited to
respond to five open-ended questions.

Canadian Family Physician VOL 40: February 1994 241




Table 2. Physicians’ evaluation of the Palliative Care Home Support Team
S

One hundred eighty-nine of the
245 mailed questionnaires were received,
a response rate of 77% after two follow-up
mailings. Seventy-four percent of respon-
dents were male, compared with 64% of
nonrespondents. More respondents than
nonrespondents had practised for less
than 3 years (13% versus 7%), and fewer
had practised more than 10 years (59%
versus 65%). Subsequent analyses were
based on the 189 respondents.

Responses to multiple

choice questions

Sixty-five percent of respondents
(123 physicians) believed that it was better
to care for dying patients at home than in
hospital, but considered either setting
appropriate, depending on the needs and
wishes of the patient and family.

Nearly all respondents (94.2%) had
cared for terminally ill patients during
the previous 2 years. One hundred sixty
of the 189 (84.7%) had cared for at
least one patient at home and 35% had
cared for more than two during the
previous 2 years.

The physicians’ ratings of their feelings
about caring for dying patients at home are
shown in 7able 1. None of the respondents
answered all the questions. About two thirds
felt comfortable, competent, confident, sup-
ported, and in control. About a quarter of

NO. ANSWERING

NEGATIVE EXPERIENCES 170 3 (%)* 470 6 (%)* 7709 (%)* POSITIVE EXPERIENCES THE ITEM
Too slow in responding 4.8 10.3 84.9 Quick to respond 127
to call
Unhelpful response 4.7 12.5 82.8 Helpful response 128
Telephone communication 12.8 12.0 75.2 Telephone communication 125
ineffective effective
Written communication 12.4 26.8 60.8 Written communication 97
ineffective effective
Nurses were threatening 2.5 5.8 91.7 Nurses were not threatening 120
I learned nothing from 4.1 38.2 57.7 I'learned a lot from 123
the team the team
Negative experience 8.9 24.2 66.9 Positive experience 124
*Percentage of response in each third of a nine-point scale.

RESULTS physicians (26.3%) felt personally drained by

the experience, but almost as many (22.9%)
found it personally renewing. There were no
differences in the responses of male and
female physicians. Physicians with more
than 4 years’ experience in practice rated
their confidence more highly (x* = 13.5,
df= 6, P=.04) and those with 7 to 10 years’
experience reported themselves less over-
whelmed than those with either less or more
experience (x2 = 12.1, df = 6, P = .06).

Nearly all of the family physicians
(93.7%) had heard of the PCHST and
82% had wanted to use it. Of these, most
(94%) had been able to do so. Those who
were unable to use the service cited family
refusal or confusion about the service pro-
vided as reasons. In one case, however,
delayed response was cited as the reason.

In response to questions about the
PCHST, more than two thirds of respon-
dents gave the team high ratings for being
supportive, helpful, quick to respond, and
effective in telephone communication
(Table 2). Written communication and
learning from the team received a
somewhat lower rating. More than half,
however, believed that interaction with the
team had been a learning experience.
Female physicians were more likely than
male physicians to rate highly their learn-
ing from the team (2 = 5.6, df = 2, P=.06),
and to rate the team’s telephone communi-
cation as effective (x2 = 6.5, df= 2, P=.04).
Physicians with 7 to 10 years in practice
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were more likely to feel threatened by the
team nurses (X2 = 13.6, df = 6, P = .04).

Forty physicians had at least one nega-
tive response (a rating of 3 or less) about
the team. Ten had criticisms about the
written or telephone communication; four
believed that the team had undermined
the doctor-patient relationship and rated
the experience as negative; four were crit-
ical because no bed was available when
needed; and three believed there had been
conflicts between the team and the cancer
clinic team or home care program. Three
rated the support they received as low; two
rated the learning minimal, and one the
response slow. In 13 others, there was a
single negative response with otherwise
very positive ratings.

Responses to open-ended
questions
One hundred twenty-four physicians
responded to the open-ended question:
“Do you feel it is better to care for dying
patients at home or in the hospital?” Sixty-
one said that the answer depended on the
available resources and on the wishes of
the patient and family. Another 33 were in
favour of home care if the above condi-
tions were met. Another 21 stressed the
advantages of home, but five emphasized
the difficulties. Three stressed the disad-
vantages of the acute care hospital and
one believed that hospital was more
appropriate than home.

Seventy-four physicians responded to
the question: “Are there other feelings
you want to express about caring for
dying patients at home?” Twenty-two
had found the experience to be satisfying
and rewarding. Seven found it to be
stressful and two felt both stressed and
satisfied. The following quotations exem-
plify these responses:

* “Very satisfying. I am grateful [for the]
source of insights into my patient and
into myself, which are not available in
most other areas of practice.”

* “These have all been rewarding experi-
ences for me, both professionally and
personally.”

* “A privilege; produces a special bond
with patient and family. [It is] a chal-
lenge to deal with one’s own mortality.”

* “... can probably be the most creative
aspect of family medicine.”

e “[Providing home care is] very
time-consuming and emotionally drain-
ing at times, but worthwhile.”

¢ “Demanding, consuming,”

Ten physicians emphasized the stresses
on patients’ families. Eight commented on
the heavy demands on their time. Two
stressed the importance of being personal-
ly available, and two more mentioned dif-
ficulties with finding an appropriate
deputy. Two were frustrated by lack of
resources. The remaining 19 physicians
made miscellaneous comments.

One hundred thirty-four answered the
question: “What problems or barriers can
arise when caring for dying patients at
home?” Most of the respondents (61 people)
identified the problems of families in caring
for dying patients: fatigue, fear, anxiety, and
disagreements and conflicts among family
members. Twenty-seven mentioned their
own problems in providing care: finding
time for home visits, coping with the num-
ber of telephone calls, providing 24-hour
care, and getting consultants to visit the
home. The remaining 46 physicians made
miscellaneous comments.

When invited to make additional com-
ments on their experiences providing pal-
liative care in the home, several of the
respondents commented on the team’s
services. Most of these comments were
very positive, but some were critical. Two
aspects that drew criticism were conflict
between the team and existing services,
and the potential of the team for under-
mining the doctor-patient relationship.

DISCUSSION

Our study showed that most family physi-
cians in and near London had recent
experience in caring for dying patients at
home. Moreover, most respondents felt
confident and well supported in doing so.
Although many of them stressed the
logistic and economic difficulties in mak-
ing frequent home visits, and in being
available for emergencies, several believed
that it was a fulfilling and rewarding expe-
rience. Most family physicians had used the
PCHST. In their evaluation of the team, a
large majority reported that the team was
helpful and quick to respond and more
than half considered their interaction with

Canadian Family Physician VOL 40: February 1994 243




the team a learning experience. About two
thirds had found their experience with the
team very positive. Between 2% and 12%
of the responses were negative.

Other studies

The results of our study are very similar to
those of a postal survey and personal inter-
view study of a sample of general practi-
tioners in Adelaide, Australia.* The
Community Hospice Program was rated
highly. Critical comments about the home
care services included a lack of feedback,
delays in obtaining service (especially after
hours), blurring of roles, and a tendency for
patients to be taken over. The Australian
doctors expressed a much greater need for
continuing education in palliative care, an
issue that was hardly mentioned in our
study. The absence of specific questions
about learning needs in our study could
have been responsible for this.

In two semistructured interview studies
of British general practitioners, Still and
Todd>*® found, as we did, that some physi-
cians emphasized the stresses of caring for
dying patients and some emphasized the
rewards. The authors suggest that some of
the stresses arise from conflict between the
doctor’s caring role and the curing role that
is dominant in the acute care hospital and
in medical education. Rosser and Maguire’
arrived at similar conclusions. While the
doctors in our study might have felt this role
ambiguity, it did not emerge from the
responses. Either this was not an issue for
the London family doctors or it could have
been identified only by personal interview.

In a chart review of patients admitted
to a Vancouver hospital for palliative care,
Lubin® concluded that many of the
patients could have been managed at
home if support from a home care team
had been available.

Will enough physicians provide
care at home?

The availability of physicians who will visit
the home is crucial if patients are to
remain at home during their terminal ill-
ness and if their wish to die at home is to
be fulfilled. Little information is available
about the willingness of physicians to
attend dying patients at home or about
their experience of doing so. An advisory
group for the Metropolitan Toronto

Home Care Program,® however, cited dif-
ficulty in finding family physicians willing
to make home visits as one of the problems
in providing palliative care in the home.

Our results are at variance with this
view. There are two issues to consider
here: first, to what extent is London typi-
cal; second, were physicians giving social-
ly desirable responses? The city is
certainly atypical in other respects. All of
the three acute care hospitals are tertiary
care teaching hospitals. Probably for this
reason, the ratio of general practitioners to
specialists is lower than in the rest of the
country. Many of the family physicians
were trained in The University of Western
Ontario residency program, where all
teaching practices are community based
and home visits are considered integral to
patient care.

Surveys of London family physicians in
1974 and 1984!° showed that 96% and
94%, respectively, did home visits. The
average number of home visits for all
physicians was one per working day. It is,
therefore, possible that London is atypical.
The responses, however, should not be
taken to imply a particular level of involve-
ment in home care of the dying. Physicians
were asked for their feelings about caring
for dying patients at home, not about the
frequency of their visits or the intensity of
their involvement. Also, there were no
questions about the number of patients
who actually died at home. Nevertheless,
the responses to the open-ended questions
did make it clear that for many physicians
home care of dying patients is an impor-
tant part of their practice.

As to whether or not the physicians
were giving socially desirable responses
indicating more involvement than was
actually the case, we took steps in the
design of the survey to minimize such ten-
dencies. The mailing came from the
Centre for Studies in Family Medicine
rather than from the Palliative Care Unit,
and the covering letter was signed by a
nonphysician (M.S.) who had no affiliation
with the home care services. Moreover, the
responses are in accordance with the expe-
rience of members of the PCHST as to the
extent of the physicians’ involvement. We
are, therefore, confident that the physi-
cians’ ratings do not reflect a tendency
toward socially desirable responses.
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Difficulties and drawbacks
Although about two thirds of respondents
felt confident, supported, and in control,
this should not divert our attention from
the 22% who felt less than fully competent,
the 37% who felt less than fully confident,
the 42% who felt some isolation, and the
36% who felt less than completely comfort-
able and some sense of not being in control.
Not surprisingly, confidence increased with
greater experience. Experience with dying
patients, however, comes slowly for most
family physicians. An average practice of
2000 patients, for example, would have
about four patients yearly with terminal
cancer. As our population ages, this num-
ber will increase, and as hospital beds
become fewer, more will spend their last
days at home. Home care should, therefore,
be an important part of the learning expe-
rience for family medicine residencies.
Working as a team member is a way of
reducing feelings of professional isolation.
Teamwork has been especially important in
palliative care and can extend to the home
in programs where a palliative care team
takes over the total care of the patient. In
Canada, home care programs usually
involve health care professionals working in
varying degrees of isolation. It is unusual,
for example, for the family physician and
home care nurse to meet either in the home
or at team meetings. The way our health
services are structured, administered, and
paid for tends to reinforce this isolation.
Physicians, for example, are usually paid for
services to patients, not for attending team
meetings or keeping in touch with nurses.
Transferring the total care of dying
patients to specialized teams that do not
include the attending family physician
might appear to solve the problem of isola-
tion and other negative feelings expressed
by physicians. However, the disadvantages
must be considered. First, it breaks the
continuity of relationships between patient
and nurse or physician. If these relation-
ships have become important to the
patient and family, the break may not be
compensated for by any enhancement of
the care. Second, the exclusion of a physi-
cian or nurse from an aspect of care even-
tually leads to loss of their skills and
confidence. Third, such a transfer of care
requires expansion of specialized palliative
care services, which would not only be

expensive, but would also not be able to
cover smaller communities. Finally, the
transition to palliative care is not clear-cut.
Some patients and families resist it because
they equate palliative with terminal care.
All family physicians, therefore, must
expect to be involved in some way with
their terminally ill patients.

A palliative care team providing consul-
tation and support for family physicians
and home care nurses is another way of
meeting the needs that have been
expressed. Our survey has shown that such
a team has been accepted and appreciated
by nearly all physicians. A potential disad-
vantage of this model is that the team can
become involved only to the extent desired
by the referring physician and home care
nurse. Team members could feel that their
recommendations are not carried out, to
the possible detriment of patient care. If; on
the other hand, the team becomes too
assertive, the family physician and home
care nurse could feel undermined.

Conclusion

Whichever model is chosen, the people
involved need to have a keen sense of the
importance of the professional relationships
among the caregivers and the pitfalls await-
ing the unwary.!! The initial stages of a new
support team are likely to be the most diffi-
cult. As time goes on, team members and
referring physicians have more opportuni-
ties to get to know each other and to devel-
op good working relationships. The fact that
the team is still, 5 years after its inception,
receiving four referrals weekly suggests that
it is meeting an important need.

Our study has shown that, in one
Canadian city, nearly all family physicians
not only care for dying patients at home,
but see it as their responsibility to do so.
Although most find it difficult to meet this
responsibility, a substantial number find
that it is a personally rewarding experience.
Our study has also shown that a palliative
care home support team, based on the con-
sultative rather than the total care model,
has been accepted and appreciated by
physicians. Given the widespread distribu-
tion of family physicians in Canada, and
their role in the health care system, this
model appears to be appropriate for further
development and evaluation. .

continued on page 246
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Use the lowest effective dose necessary to control symptoms.
Children Under 6 Years: Not recommended for children in this
age group.

Patients should be informed that the full effect of RHINOCORT
TURBUHALER therapy may not become evident until 2 to 3 days of
treatment have been completed. Full therapeutic benefit requires
regular usage. Explain the absence of an immediate effect to the
patient in order to ensure co-operation and continuation of the
treatment with a regular dosage regime. Treatment of seasonal
rhinitis should, if possible, start before exposure to the allergens.
Concomitant treatment may sometimes be necessary to counteract
eye symptoms caused by the allergy. In continuous long-term
treatment, the nasal mucosa should be inspected regularly e.g.
every six months. If the nasal passages are severely blocked, the
drug may fail to reach the site of action. In such cases, a course of
oral steroids or decongestants may be required before initiating
RHINOCORT TURBUHALER therapy. The patient may not taste or
feel any medication when using RHINOCORT TURBUHALER due to
the small amount of drug dispensed. Although systemic effects are
negligible at recommended doses, RHINOCORT TURBUHALER
treatment should not be continued beyond three weeks in the
absence of significant symptomatic improvement. RHINOCORT
TURBUHALER should not be used in the presence of untreated
localized infections involving the nasal mucosa.

AVAILABILITY OF DOSAGE FORMS

RHINOCORT TURBUHALER is a dry powder inhaler containing 200
doses of 100 ug of micronized budesonide. Each inhalation from a
TURBUHALER will provide 100 pg of budesonide active substance;
no additives or carrier substances are included. The TURBUHALER
cannot be refilled and should be discarded when empty.

Product monograph available upon request
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