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PRACTICE OBSERVED

Practice Research

Terminal care at home: perspective from general practice

ANDREW HAINES, ANGELA BOOROFF

Abstract
A survey of geseral practitioners in orth west Loados was

of resposdeats oftea had po“t-l with inadequate support
services, poor
specialists, and dificulty in admitting patieats who were termia-
ally il
nmmamwmwumm_
masagiag paia asd other symptoms that are associsted with
Ier-'nalhtu'o-ldheolyelkb,udaﬁ-ﬂ'mm
was moted for bereavement counselling. About 40% of respoad-

more home aursing support was pecessary.

Introduction

Over the past 30 years the proportion of patients who dic at home
has fallen from 50% to 25%.'" In a practice with a kst of 2500
patients about six patients a year may require terminal care at home.
Having so few patients to look after may result in general
practitioners losing their skills in managing terminal iliness, which,
together with advances in the care of terminally ill patients in recent
years, may lead 10 a lack of confidence in their ablity to manage
patients at home. Several reports of terminal care in the community
from the perspective of general practice have been published,
mainly by practitioners with an interest in this.'* A study from
Belfast of general practitioners and carers who looked after 118
patients with termunal illness at home documented problems that
they had had.” There is, however, little informauon about the
difficulties that general practitioners often experience when looking
after terminally ill paticnts at home and about steps which might be
taken 10 alleviate these difficulties.

We report the results of a questionnaire survey of general
practitioners in north west London which was intended to elicit
information about such problems and about their perceived needs
for both training and support services

Methods

A questonnaire and 2 prepaxd envelope were mailed t© 270 general
practtsoners who were on the List of Brent and Harrow Famuly Practitioner
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the boroughs of Brent and Harrow
Two general practitioners had retired. One remunder was sent to those who.
did ot respond witially, and 19 (73%) of 268 general practitioners rephed
In addition, two other general practitioners returned the questionnaire
e and idicated that they had it experienceof termna
care toanswer the g One had just and the other
was working part ume. Some questions were incompletely answered,
ccountngfor the Shght varaon n the denomunatorn the ables
The gencral practitioners were asked the number of termunally ill patients
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terminal suggested complete
obeained in about 90% of men and 80%
relief i of
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distress, although oaly 20% had frequent difficulties with their own
emotional responses 1o death and dying. The results suggested that
had mare difficulties aod sew training s being of more potential
benefit than the others, but the differences were small and not

others have found it harder to gain acceptance in the "
The i by the doctors seem largely to reflect
by patients.’ The generally positive response

disbanded
This team had

the questionnaire suggests
consider terminal care an important part of their work and wish to
improve their effectiveness.

Bt
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dying peticnts and their relatives and in handling
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100 YEARS AGO

™ s gh inter,
the two chicf points being the regulation of beat and of ventilation. Much
depends upon the size and position of the room, the number, ages. and

the weather
The indcat of course, warm, uniform. and
pure a Probably not many people can sieep with comfort i the

umosphere
temperature of the room sink o4 Fine < and possbly this s rather Jow 3
lumut for the majority. If the morning temperature fall 10 this point, some
means of aruficial warmth had betier be adopted; and nothung is more
convensent o more suitable than a small fire in an open grate, so arranged
that the heat shall at po time be excessive, and that 1t shall die out gradually
and not suddenly. Here again the state of health and sensations of the
individual must be our guides. To a person in robust health, who has
plentiful sources of heat within himself, and who does 0ot know what it s to
zwake lclng chily, aruficial warmth of any kind at night 15 unnecessary,
1nd sbou Id, therefore, be avouded. On the other hand, a thin-blooded,
person, especially if prone to bronchial catarrh, should sleep in 3

Toderatily warm and cquabie temperatae. bowever this may b¢ best
secul

As regards venulation, it is hardly any longer necessary 10 insist upon the
necessity for pure air, both by night and by day. In summer it is a good
practice, for those in health, 10 sieep with open windows (draughts being
guarded against), but this wholesome practice should not be persisted
dunng the winter season, f ex € show that it is not readily tolerated. A
fall of temperature of 10° during the night is not uncommon in our climate.
and would be dangerous to many persons if sieeping with open windows.
The bronchitx: especially must be watchful in this regard, while on the other
hand nervous persons and exhausted brain-workers. f free from all tendency
10 pulmonary weakness, may justfiably sk a ittie cold for the sake of pure
ar

An impression prevails in many quarters that there is something actually
noxious about night-air, per s, an idea for which there is ho adequate

foundation. It is no doubt truc that, in low-lying marshy districts,
exhalations frequently anse after sun-down, and are likely to be unwhole-
some; but this objection docs not apply 1o houses in good situations, and
further, the really dangerous time 1s rather the hours immediately after
sunset than those usually devoted to siecp.

These s on dress, sieep, exposure, etc., while universally applic-
able more o less, apply with peculiar force in the case of chuldren. They losc
heat more readily than adults, and are more seriously affected by chill
They, therefore, need thorough protection against changes of temperature,
andthe common practice of exposing their legs and arms cannot be (0o
strongly condemned be no doub that the carcless and needless
exposure of children 15 one of the most fruitful causes of wfant mortabty,
causing not merely pulmonary diseases and rheumatism. with its long train
of wad sequels. but imtesanal aod renal affctons. and, in fact, 2
preponderating proportion of the maladics to which infant fiesh 15 heir
B Medat Joumal 1886215

Salt cod-fish has been introduced among the articles of dict of the French
soldier. The Minister of War. after having consulted the Sanitary Council of
the army on the subiect., has ordered salted fish to form part of the ordinary
military rations. It must be of good quaty. and captains commanding
regimental companies and squadrons o batteries of artllery. with a view to
avoid any possible accdents, are ordered to watch that no fish 1s used which
presents traces of altcration. s ts frequently indicated by a rose-tnt of the
muscular ussue, or which 15 detertorated tn any other respect. One of the
chuef purposes aimed at 1n the wntroduction of salted fish as a part of the
rations of the French troops 1s announced to be the help the consumption of
1t will afford to the crews of the fishing vessels, from which the most valuable
recruits of the Military Marine. or Government Naval Service, are obtained.
Salt cod may be acceptabl (0 the troops a5 a variation in diet. but can hardly
be regarded 2s an cconomucal description of food. 5o far a3 its nutntive
qualities are concerncd {Brinsh Meducal Journal 1886.:935 1
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who had been cared for at home in the past year, the proportion who, in their
opunon. wished 1o dic at home, and the proportion who actually died at
home_For group practices where a pauent may have been looked after by
more than onc ts were asked to include oaly patients for
whom they had taken major responsibility. The options in answering the
latter two questions were: pooe, around 25%, around 50%, around 75%, all
Further qucstions included 10 possbic peobms in he e of temisaly il
patients at home. The question was worded: "In your expenence which of
the following cause problems in looking after terminally ill patients at
home>" Wu were asked 10 indicate how helpful extra training and
more support mught be.

Respondents were also asked: “If somewhat more resources could be
provided would this enable you 10 look after any more termunally ill patients
at home?" The possible respoases were: no, somewhat more patients,
considerably more paticnts. Finally, they were asked how information
should be provided: written umrru] lectures, small groups of general
practtioners, or films and video ta

The vearof graduaton and. the o made of deputisiag servics were also
recorded on the questionnzire. The use of a depuusing service was
considered relevant because of the implacations for the contnuity of care for
the patients who were terminally il and ther famubies

Results
Over 90% of respondents had looked dm at least one p:nnn who was
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just under half had dufficulties in copung with emotional distress of patients
or relatives, or both, fuquemly or always, although only a fifth had
difficulues coping with their own emotional to death and dying.
frequently or always Om-ul 124 (63%) of 196 general practitioners
frequently 1n pavent Just
inder 3 hird epored that suppor servces were madectute m ot o all
cases, and a slightly smaller proportion reported poor communication with
services; a fifth often had poor communication with hospital specialists
(table ID)

Responses 1o questions about the need for further traunng were fairly
consistent (table I11). Roughly half the respondents felt that further training.

T —How ulﬁua—u:u[mm. helpong vou 10 provide vmproved
1o termanally il ot Aome? (Namber (% of respomdents.

Nohelp  Some help Very belpdul  Essential

termunally ll in the past year: 16 (8%) had
fooked aficr one to heee. 36 (29%) had ooked after four 103,16 (85 had

Jooked after seven tonune, and 13 (7%) had looked after 10. Sixty six per cent
(129 of 194 respundents) believed that half or more te il patients
wished to dic at home, but only 41% (80194) stated that half or more actually
died at home (table 1)

TABLE 1A deaths

) of respomdents 1*

Proportion of termunally il peteats

Around  Arund  Arousd
Nooe. 3% on ™ A

Procnswahing lode sthome 1051 S8 79 63 905
Prcnts who acually doed
nan e w2 wn

“For

<poe the Juded

PRt respondents had pmbknu st occamonally with conurl

of pain, incontinence, emotional distress of
patients or relatives, or ey m Mo Impoﬂ.lnxly. 3 thed indcred
that
had problerns contrlhng otber sympwoms cuber frequcntly o sheays, and

Tase 1~ Problems pennal pracnsonrs expenenced x ooking o il
panents and prodlems wnih services (mamber (%% of respomdents o quesnomae

Never  Occauanally Frequently n all cases

Expersenced by generol practincmer
Controling pen 1B Nsel w00 A
Controting icootacnce 126 e 008 20
Controlling ocher symproms  dyspeces.

maomass, smorexia, confuson, eic PRI T P (e
Copvag with emotwonal distress of

patacnes and reiatves. e LY N T
Copaag with your own emotional

responses to death snd dying LS YT T 74

Probiems wah serexces
Tamdequste sipport services (urng.

home belp, e1c/ s sian man e
Poor communscaton with spport

serveces %9 mas w2 4l
Poor communscation with houpueal
speciabsts syar 0y Bas a2
DfBcuhy 1o admitticg peteats 1o

el o b o e ol 3

brok o for control of symproms. 49251 W31 40021 63
Lack of svadebay of

sl ol hermacrs

(parscularky controlied drugs el TMae 53 105

Tremeng.
n pn managrment WA M e e
1o control of other
iconunence. dvipaces. insomnss.
e We mar M e
In communcaing wih dymg poenrs  2412) 450 W22 1910
1n heresvement coumselling. 210 TTee s 2000,
Servwcer
More gemeral urung support 3 w20 1w w0
Support from home nurscs with special
Le mns nosE e
Specialist domibary consultative
‘medbcal service for termunally di
paticns nan eon s B

. communication with dying patients, and bereavement
would be helpful or essential to improve the care that they
proveed fo termunally il pacats at bome. Respondients were cmphate
indicating that more general nursing support and support from bome nurses
ith specal trainiag i terminal care would be of great vahe. Scvers
preseat for

expressed tive
Patents with temanal diocss. Over hlf (615, e that they coukd ook aficr
rather more patients and fewer (19%) felt that they could look after many
more termunally ill paticnts at home if more resources were provided.
Respondents showed no preference for 2 particular form of training;
between 70 and 80% indicated that written matenial, lectures, small groups
of general practvoners and nurses, and films and videotapes would be
acceptable

Overal, there were o appreciabl differences in the rsponses by general
ind Harrow). There was no
lmmmlheymolwummdqlb«wm;

pauents with terminal liness in the past year to have fewer problems with
pain control, control of other symptoms (but not incontinence), coping with
emouonal

m:lymmmmm:ummmxmmmfm
areas (

Fng pasens, 4nd bercavement wun-smw o be helplulor e
for improving care, but the

Several respondeons thoughe thar there was semenimes & discrepancy
between the wishes of termunally il patients. who frequently wanted to dic at
home, and the wishes of relatives, who were more likely to press foc hosprtal

. More support for relatives was advocated.

Only IS (7-7%) of the respondents never used a deputising service, 2
futher 31 (15-4%) used one only during holders o iBpess, 29 (14°8%)
regular in e cvenungs, 101 (51 3%) regulrty used onc 2 mght
(11 pen? am), and 21 (10- 7o) sommetumes used one 3t nght. Severl

s ha hey gaverelativesof ermunaly l ptcats hs boe
telephone num

Di .

The results of this survey suggest that general practitoners
commonly experience difficulty in certain aspects of care for
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Audit Report

Reimmunisation of teenagers in a central London

The Department of Health and Social Security's guidelines,
Immumsanon Against Infectious Diseases, recommends giving
reinforcing doses of tetanus and polio vaccine to teenagers.' In our
local health authority these are offered to school leavers, but it was
difficult to discover which schools offered reimmunisation, and
when, because teenagers registered with our practice attended
schools in three districts.

At the end of 1983 and 1984 all registered teenagers aged between
14%2 and 15% were identified from the computerised age-sex
regaster and offered reimmunisation. Half were written to directly,
and a letter was ent to the parents of the others. In 1984 non-

2% responded
the first request, but a total of 59% of the girls and 46% of the boys
to both letters. This was moderately satisfactory since
roughly 10% of our patients move away cach year. Girls were more
compliant than boys (x'= 3-99; Idf p<0-05). We were informed of
only 13 teenagers who had been revaccinated before our study

Both general practitioners and district health authonities provide

practice

preventive services, often duplicating each other’s work and doing
poorly the tasks that cach considers 10 be the other’s responsibility.
Better preventive services could be delivered in general practice if
primary carc teams accepted that surveillance of vulnerable groups
and preventing ill health are as important as treating the sick. This

also seems to be the view of the Royal Coliege of General
Practitioners ' Vulnerable groups can be identufied quickly with a
computer. More patients might carry a card recording preventive
procedures which may be used as a *“‘shared care card” by general
practitioners, clinical medical officers, and school doctors, as in the
hospital and community matermity services. 1 thank our practice
nurses Liz Metcalfe and Rosie Price for help and Merlin Amabie for
typing the paper. MICHAEL MODELL, general practitioner, James
Wigg Practice, Kentish Town Health Centre, London NWS.
(Accepted 8 Apnl 1986)
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As 2 proof of the old adage, that “the wish is father to the thought,” we are
pleasurably startied now a0d again with the announcement, in the
Dewipaper. that & ure has bon dicovere fo it (el e, te Sexon
bane, coasumption. This announcement comes round with about the same
regularity a3 that of the famous sea-serpent, whose remains, if the animal
could oaly be caught, would meet with 1 cordial welcome in our museums of
comparative anatomy. These alleged remedies generally refiect, to some
limited extent, mmumm-mnwmpmndmmww
affection,

admits; but he conceives his indebtedness 10 the writer of the article on the
o himself

most sevariably surrounds the e sew bypothe, until by-and-by they
after

devoutly 10 be wihed.” During the past week, however, we have been

cnucism than the majonty of such effusions which interest and may even

ﬁrmaslovbeyudmll'ndano( ‘autbor o this wonderf: m,'bn

scoording o hi vicwn,  preat avance in the tratment of i, (Brinsh
Medcal Jonrnal 1886:3:436.)

Our Paris correspondent forwards of 2 remarkable trial for
murder beld recealy at Roder, i the south o Frince, where sl accuer
was proved to be innocent, and the true criminal detected by medical
evidence. Last August, 8 woman, named Mélanie Vieu, went to register the

she regsstrar

uet was sentenced 0 5ix years

or disease.
[Bnnh dell]a-d 1886;i:31.)




