Fuberele wad Ly Dirscase « 1993 74, 2§9-210
< W93 Lungman Group UK Lod

Tubercle and

Leading article

Lung Disease

The human dimension of tuberculosis control

J. M. Grange. F. Festenstein
Roval Brompton Hospital. London, UK

The goal of wberculosis control is the reduction of the
annual incidence of the disease world-wide to less than
1 case per million of the population.! The principal
strategy advocated at the present time for achieving this
goal is the detection of persons with overt wberculosis
and their cure by means of short-course chemotherapy.

There are. of course, major barriers to the conquest
of tuberculosis by this approach. Diagnosis is not easy.
espectally of sputum smear negative disease, and case-
finding requires much more for its success than am
efficient microscopy service. Modem short-course chem-
otherapy achieves excellent results under certain
programme conditions while under most others the dif-
ficulties experienced in case-holding and supervision.
and the provision of a regular supply of drugs free at
the point of delivery. render the results far from optimal.
In recent years, the advent of the HIV pandemic and
the increasing incidence of muliidrug resistance have
thrown additional serious obstacles in the path towards
a tuberculosis-free world.

As a result, tuberculosis is on the increase in many
countries and. unless more powerful preventive and
therapeutic tools are developed and adopted.® there is
linle hope of reversing this trend unless serious attention

“is paid o the human element. with consideration of
psychological attitudes to the disease at all levels of
society. This includes perception of the disease and its
therapy by patients and their relatives as well as percep-
tions, priorities and motivating factors at governmental
and . international levels, The spiritual dimension must
atso be considered as. in manv societies. atitudes to suf-
fering are profoundly affected by religious beliefs and
patients may put more trust in traditional healers than in
*orthodox” Westemn therapies. ™

The importance of the human element in ruberculosis
is hightighted. directly or indirectly, in no fewer than §
articles appearing in this edition of Tubercle and Lune

COMPLIANCE AND THE QUALITY OF
MEDICAL SERVICES

The World Health Organisation recognises that much of
our failure to come to grips with tuberculosis globatly
results from our inadequate utilisation of tools already
available for control of the disease.! Problems may arise
in case-finding. the supply of drugs and the organisation
and administration of chemotherapy but many workers
have remarked that poor patient compliance has been.
and remains. the principal cause of weatment failure in
both developing and developed nations. 116

Fox noted that non-compliance is no new problem
and cited Hippocrates™ advice that the physician ‘should
keep aware of the fact that patients often lie when they
state that they have taken cerain medicines’." Fox
discussed the various technical strategies developed to
overcome poor compliance — supervised therapy, combi-
nation tablets. blister packs. pill checks, urine tests and
hospitalization — but emphasised that the fault ofien lies
as much. or more. with the medical auendants as with the
patients. Physicians. particularly those outside tubercu-
losis services, may fail to prescribe adequate therapeutic
regimens. A survey of prescribing habits in Bombay
revealed that 100 private practitioners prescribed 80
different regimens. most of which were inadequate and
unnecessarily expensive.” The need to establish ef-
fective communication between national tuberculosis
services and private practitioners was stressed.

Even when appropriate therapy is prescribed. phy-
siclans may contribute to non-compliance by their
artitudes and behaviour. Establishment of a good and
trusting doctor-patient relationship is crucially important
to the success of prolonged therapy. Sharbaro'® has
written that I am deeply convinced that only through
a relationship with a heaith professional truly concemed
with the patient’s enrtite health ™ ean we hane te 0l
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more frequently in members of aboriginal and immi-
grant ethnic minority groups.*” A lack of understanding
of cultural differences in attitudes to disease, its diag-
nosis and therapy can be the cause of an unintentional
breakdown of trust between physician and patient.
thereby leading to non-compliance. Even a simple ges-
wire. temark or touch meant as a token of encourage-
fent may cause deep offence to persons of certain
cuitural or religious backgrounds. These problems. and
the need for their avoidance. have given rise -0 the
discipline of ‘transcultural medicine” pioneered in the
United Kingdom by Qureshi.* The need for such con-
siderations in tuberculosis control is succinctly summed

up by van der Wert: "Every country. every ethnic group -

and every society have their own culture and peculiari-
ties which one should know before an effective control
programme can be designed’.’

“The first lesson any doctor leams at medical school is
to listen to the patient.”® and this lesson applies of course
10 all those who work with patients. It is seif evident that

talking and listening to the patient costs nothing but -

time. yet it pays high dividends in the achievement of
empathy, mutual understanding and trust. If these are
achieved. the physician’s duty — a prime duty — of edu-
cating the patient with regard to his or her disease and its
treatment is made so much easier and the chance of full
compliance is much improved. Communication between
health care providers and patients requires a common
language but in multi-racial, muiti-lingual communities
this requirement may not be met, with serious conse-
quences to the standard of health care.

Such problems had 10 be faced at the London Chest
Hospital which serves a part of East London with a large
Bangladeshi population as well as other ethnic minority
groups whose mother tongue is not Enelish. Many
patients are women who have recently arrived in the
country, speak no English and are virtuaily housebound.
As interpreters are required for the medical consultation.
the patients are denied their fundamental right to pri-
vacy. To add to their discomfiture, it may, in the absence
of an interpreter on the hospital siaff. be necessary for
the husband. son or other male relaiive to assume this

role. Women patients are understandably reluctant to -

discuss intimate medicat matters in front of male rela-
tives and they may be particularly anxious to conceal a
diagnosis of berculosis. still a stigma-bearing disease.
from their extended family.

3 years ago. an innovative project in the form of a
telephone interpretation service called Language Line
was introduced to the London Hospital and the London
Chest Hospital. The service provides a three-way com-
munication between patient. interpreter and health care
it a . KAmcr oof thae interretere are women. and pa-

EDUCATION AND TUBERCULOSIS CONTROL

It is often stated that public health education contributes
to the success of wberculosis control programmes. The
relation between educational background and knowledge
of the symptoms and significance to health of tuber-
culosis. however, varies from region to region.’*%=! and
general education and knowledge of wberculosis does
not necessarily result in the earlier presentation of a
patient to the appropriate medical services.® Locally
undertaken surveys on knowledge of ruberculosis and at-
titudes towards the disease are therefore of great benefit
in planning control programmes and, in pacticular. their
educational element. -Shashidhara and Krishnamurthy
stressed the importance of analysing the thinking pro-
cesses of patients who fail to comply with therapy de-
spite knowing that they harbour a curable but potentially
deadiy disease™ For example. to many people. disease
means dis-ease — a sense of a lack of well-being. In the
absence of careful explanation and education. a person
may fail to accept the need of continuing medication
when he or she is feeling perfectly well. In a study of
tuberculosis control in a Somali refugee camp. the most
frequent cause of default was loss of interest in therapy
due to feeling well."'

Lower educational levels are not necessarily related to
poor comptliance provided that the natre of the disease
and its therapy is sympathetically explained in a manner
suitable to the individual patient.**® Kindness must some-
times be combined with firmness. [n one study. the neces-
sity of regular therapy in cases of tberculous meningitis
was emphasised by taking the attendants to the hospital
wards and clinics to see patients who had fully reco-
vered and those with the sequelae of poor-compliance.’

OTHER LOCAL FACTORS AFFECTING

COMPLIANCE.

The extent to which tuberculosis is regarded as a stigma-
tizing condition vartes from region to region. One of the
great advantages of modemn short-course therapy is that
patients need not be isolated from society (although the
emergence of multidrug resistant tuberculosis in some
regions may once again render isolation necessary).
Nevertheless the fear of isolation and segregation may
be a very real one. In Turkey. even the relatives of ab-
sconding patients were often reluctant to have any con-
tact with wberculosis dispensaries.”? In such countries.
integration of such dispensaries with general medical
facilities and changing the name o “chest clinic’ could
well dispel these fears. :

In some recions the stiema of tuberculosis has been
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to pay for their transport — indeed. ransport costs may
exceed the cost of the drugs. In Ghana, regular home
visits by liaisen staff, even though they had liule medi-
cal knowledge and general education. improved compli-
ance significantly.’ It was noted. however. that success
depended on the commitment and dedication of the
liaison workers. which was often very high. Likewise, in
South Africa, compliance was notably improved by the
employment of voluntary health workers to supervise
therapy, assist in contact tracing and case finding and to
help with community education," The effects of moti-
vation and support of the heaith worker on the efficacy
of tuberculosis control programmes have been assessed
in Korea. By the simple process of discussion sessions.
regular supervision and audit of performance, treatment
completion rates were increased from 65 to 79%, bacte-
riological conversion at the end of therapy from 62 to
92% and overall efficacy trom 46 10 75%.°

HUMAN FACTORS AT NATIONAL AND
INTERNATIONAL LEVELS

Human considerations spread far bevond the contact
between patients and health care providers. The course
and incidence of tuberculosis in a country depends cri-
tically on the interest and commiment by governments
to its conirol, In the developed world. the failure to
translate control into elimination stems largely from the
false belief that wberculosis had been “conquered’ by
the discovery of effective drugs and BCG. Unforu-
nately, the decline in the disease was matched by a de-
cline in interest. In the absence of diagnostic awareness.
the incidence started to rse in the USA and some other
developed nations and interest is now chasing this in-
crease. as eloquently expressed by the title of Reichman's
thoughtful paper “The U-shaped curve of concern’.””
Brudney and Dobkin noted that non-compliance in

New York City is massive and predictable and remarked

that for homeless, unemployed people who are often
also drug abusers, alcoholics or mentally ill. pill taking
is low on their priority list for sheer survival.® The pro-
vision of sheltered accommodation for such people often
exacerbated the problem by affording opportunities for
spread of disease. In this respect. it is noteworthy thar
tuberculosis has long been associated with social depri-
vation and that its high incidence in Europe in the latter
hatf of the 19th century was an important factor leading
1o the improvement of living conditions and the health
of the community. It has been remarked that “withowt
Koch’s discovery, the socio-economic character of
tuberculosis would have been clearer. and a demand
for redistribution of the wealth of the community would
have become a much more tmportant issue’.”® In this

implications for berculosis control. Unless novel ther-
apies for HIV infection and HIV-related tubercuiosis
emerge soon. an unparalleled socio-economic disaster
could occur in Africa and. eventually, the whole world.
A previously unconsidered factor is that the cost of treat-
ing intercurrent infections renders the overall cost of
managing HIV-related tuberculosis higher.* Interna-
tional aid is urgently required or tuberculosis services in
developing nations will soon be overwhelmed.

Another area of global concem requiring thoughtful
attention is the relevance and direction of tuberculosis
research. Current pressures on academic researchers in
the developed nations are increasingly leading to work
that is poorly orientated towards, or even irrelevant 1o,
the pressing needs of the developing world. Adminis-
trators and funding bodies tend to regard good research
as being synonymous with costly high technology that
generates tangible and marketable “products®. There is a
need 1o combat this attitude and to develop a stronger
sense of “appropriate technology' and to make this a
respectable and respected term. It is also necessary to
escape from the prevalent concept that real science only
takes place in laboratories. There is a tendency to beliutle
operations research. the social sciences. anthropology
and the humanities yet these will be as essential to the
success of the global campaign against tuberculosis as
the most advanced research into the nature of the
mycobacteria and the diseases caused by them.

CONCLUSIONS

It is abundamtly clear that the globul struggle against
tuberculosis is not being won. Indeed the incidence of
the disease is increasing in several countries. Although
better weapons are required for the fight.* human con-
siderations, as well as scienrific ones, are of crucial
importance. ‘With meticulous. organisation. and support
from’ the relevant authorities, good control can be en-
sured. even under very difficult conditions such as refu-.
gee camps in war-torn regions.”? Ultimasely., it is for the
human race 1o determine whether the bartle against
tuberculosis will be drawn to a speedy and successful
conclusion or whether. in the words of J.R. Bignail.™ it
will be a long. long war’.
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