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Developing communication skills in medicine
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Summary
The care of the young adult with
cystic fibrosis is complex, requir-
ing a multidisciplinary input
from different carers. Communi-
cation with and education of
patients covers many areas; top-
ics may include medical and per-
sonal problems, transplantation,
survival, current scientific break-
throughs and the future. Com-
municating in these, areas with
knowledgeable young adults re-
quires skill, tact and self-edu-
cation upon the part of the cystic
fibrosis team.
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Why young CF adults are
different from their peers

* they have a lethal illness
* males are all sterile
* poor body image due to poor nutri-

tional status
* they have considerable medical
knowledge

* CF friends will have died of the
same disease from which they will
eventually die

* they have an enormous burden of
daily self-care

* difficulties in getting mortgages, life
insurances and employment when
life tables show mean survival only
into the third decade of life

* CF will have a considerable impact
on family life and family dynamics

Box 1
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Introduction

The future for young adults with cystic fibrosis (CF) is slowly being transformed
by scientific breakthroughs and medical expertise into one of better survival and
improved quality of life. Three decades ago, the majority of CF patients died as
children and the burden of care and knowledge of the disease was the
responsibility of the parents. Expert paediatric care has produced a growing
population ofyoung CF adults which, by the year 2000, will number 3000 in the
UK. This will be equal to the number of paediatric patients. Mean actuarial
survival is now into the third decade of life,' and it is anticipated that CF babies
born today will survive into the fourth decade of life.2 This enormous burden of
care, previously the responsibility of parents, is now being transferred to the
young adults. Adolescents will be faced with complex issues such as deciding
whether to have a transplant or perhaps understanding the current state of gene
therapy.

Despite increasing optimism, CF remains a lethal disease. Nearly all patients
will die from pulmonary sepsis unless they receive an organ transplant. This
ultimate treatment only increases survival by a mean of three years for 500o of
recipients. The ability to communicate well with a group of young people who
have a limited future but desire to lead a normal life in a competitive world is not
an easy undertaking. Knowledge on the part of the carer of the multiple needs of
these young adults will improve the ability to communicate. Understanding their
anxieties and fears and providing reassurance will enhance communication.
Some of the important areas of interaction between CF patients and carers are
discussed in this article.

Understanding young adults with CF

LIMITED LIFE-EXPECTANCY
Several factors differentiate CF adolescents from their healthy peers (box 1).
Perception of a limited future leads some patients deliberately to lead a life in the
fast lane. Recurrent speeding offences, participation in high-risk adventure
sports such as parachuting and bungi jumping, and also experimentation with
recreational drugs are often a feature of a CF lifestyle. However, despite the
differences, patients with CF do lead remarkably normal lives until the terminal
stages of the illness. A recent survey showed that 54%O were employed and 30%/
ofthe remainder were students.3 Approximately 30 o ofCF adults are married or
in long term relationships. Despite the burden of a potentially lethal disease, the
majority of CF adults function psychosocially at the same level as their healthy
peers.45 The process by which CF adults cope is probably to minimise to
themselves, their peers and close partners the degree of severity of their disease.
This is reflected in one study where individual patients described themselves as
healthier than other CF adults.6 A recent study extended this precept and found
that CF adults and their close companions underestimated disease severity and
overestimated self-care when compared to the evaluation of their physician.7
This mechanism of coping with daily living is useful but causes communication
difficulties when disease progression breaches this defence, and the patient is
confronted with preterminal care and the need for transplantation.

MEDICAL PROBLEMS
The adolescent with CF has formidable medical problems. Most adolescents are
transferred to continuing adult care when 16-18 years old. They may also be
leaving home and losing family support. At this time, they also become
responsible for their own care. The demands of their daily self-care are time
consuming (box 2). Compliance with self-care and coping with a potentially
lethal disease may totally determine lifestyle just as they are trying to achieve

 on M
ay 17, 2023 by guest. P

rotected by copyright.
http://pm

j.bm
j.com

/
P

ostgrad M
ed J: first published as 10.1136/pgm

j.71.837.385 on 1 July 1995. D
ow

nloaded from
 

http://pmj.bmj.com/


386 Webb

Members ofa
multidisciplinary CF team

* doctors
* physiotherapists
* dieticians
* social workers
* nurses (ward and community)
* secretaries
* medical students

Box 3

Common discussion topics
between CF adults and
carers

* transition from paediatric to adult
care

* reproduction
* self-care, education and compliance
* transplantation
* the future

Box 4

Daily time-table of self-care in a young CF patient

Functions am (min) pm (min) total (min)

physiotherapy 20 20 40
nebulised drugs 20 20 40

(bronchodilators,
antibiotics, DNase)

exercise 15 15 30
total 55 55 110

All patients will take considerable amounts of oral medication; and diabetics will
take insulin and monitor control

Sicker patients may use enteral feeding and require non-invasive nocturnal ventila-
tion

Box 2

normality. Conversely, changes in lifestyle may also determine disease progres-
sion if they have detrimental effect upon self-care.

SELF-KNOWLEDGE
The majority of CF adults have considerable knowledge of their disease. They
have grown up with the illness and many of their friends will have died from it.
They communicate with each other through their own national and international
meetings. They publish their own national and international journals which are
as informed as any medical joumal. Consequently they are often extremely
knowledgeable of the minutiae of the disease and current scientific advances. It
should also be emphasised that not all CF patients are knowledgeable and some
are woefully ignorant or slow to absorb information about the disease. Carers will
need to take such variations into account and adapt their style of communication
accordingly.
Comprehensive knowledge in the majority of patients can place those carers

who are still learning about the disease at a considerable disadvantage. This
principle applies especially to junior doctors, nurses, and physiotherapists in
training who rotate through a specialist CF unit to receive education about the
disease. These junior staff may have difficulties in communicating and giving
advice to CF patients who are the same age, have the same interests and are going
to die. It is also important for them not to assume an arrogant or defensive
approach to an ebullient and informed young CF patient. Burnout in CF carers
who become too emotionally involved is also a well recognised phenomenon.

Who communicates with CF patients?

CF is a complicated, multisystem, disease. Care of CF patients requires a
multidisciplinary input (box 3). This is best delivered, as recommended, from
specialist centres.89 Preference has been expressed by the majority of CF
patients'0 that their care is received in specialist centres. Patient survival is better
in those units which have experience and have developed expertise appropriate to
the speciality." A team approach allows the individual patient to communicate
about specific problems with a CF expert such as a dietician, social worker,
physiotherapist or doctor. Communication is a two-way process. The ability to
communicate will vary for different carers and patients and success will depend
upon the ability to establish a rapport. Negotiating the balance oftreatment may
result in a compromise acceptable to both patient and carer which, in medical
terms, may be considered insufficient. The care ofin-patients with severe disease
may be more complicated, communication and education become more intense
and are best delivered in the environment of a dedicated CF ward.

Common discussion topics between CF adults and carers

Some of the commoner areas of repeated discussion where good communication
is essential are discussed below (box 4). Time will often have to be set aside from
the routine out-patient visit to encompass some of these difficult topics.

TRANSITION FROM PAEDIATRIC TO ADULT CARE
The period of time when the young adolescent transfers from paediatric to adult
care is of crucial importance. If the receiving CF adult unit fails to establish a
good rapport with the new patient it may take a long time to correct the damage.
When the young adolescent leaves the paediatric unit, several changes are
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Information and protocols
for CF patients attending a
unit

* a brochure providing information
about the unit and available services

* information about allowances
* protocols for using intravenous

antibiotics at home, self-care of
diabetes, gastrostomy feeding,
nebuliser care and exercise
programmes

Box 5

occurring at once. Parental care is being relinquished and transferred to patient
self-care. It is important, however, to retain links and communication with the
family who have supported the patient for so long. Later, as disease progression
occurs, the patient will need to renew this bonding.
The ability to fulfil the rigours of daily self-care will depend upon the maturity

of the patient. Questioning previously held views is a feature of this phase. Often
the adolescent may be undergoing a rebellious phase, totally independent of the
disease. Self-care may be abandoned. It is not uncommon for medical deteriora-
tion to accelerate during adolescence. Carers may need to respond sensitively to
the wish of patients to have greater control.

It is extremely important for the paediatric unit to prepare the child for
transfer to an adult clinic. Some paediatric and adult units achieve this by
holding joint transition clinics. It is easier for patients to transfer to a
well-established adult clinic when their adult peers have preceded them and
passed back favourable opinions through the grapevine.

REPRODUCTIVE ISSUES
Part of leading a normal life for CF adults is to have long-term relationships and
many would like a family. Unfortunately all the males are sterile and choosing the
best time to impart this information to a young adolescent requires great
sensitivity. Often, the males find out incidentally from booklets or other patients.
Females with CF are as fertile as the normal population. Contraception should

be discussed with them routinely by medical staff. Pregnancy should only be
recommended to females with good respiratory function. Discussion about
fitness for pregnancy should take place between medical staff and the couple
planning pregnancy, and the partner of the CF female should have their carrier
status checked. Unfortunately the majority ofCF pregnancies are unplanned and
those patients with severe disease will suffer greater morbidity and mortality
during pregnancy.'2 Sadly, as disease severity progresses, it may be difficult for
the young mother to look after both herself and a young child. With a mean
survival ofadults into the third decade of life, the majority ofchildren born to CF
mothers will be motherless by the time the child reaches adolescence.

SELF-CARE, EDUCATION AND COMPLIANCE
Successfully managing the daily complex routine self-care required of a young
CF adult (in addition to working) would be difficult for a healthy adult. Daily
care for a CF patient may comprise physiotherapy, nebulisation of bron-
chodilators and antibiotics, exercise and the taking of considerable amounts of
oral medication. There may be difficulties instituting and maintaining preven-
tative care in relatively healthy patients when they do not immediately feel the
benefit.
As disease severity progresses, further medical interventions are necessary,

requiring additional self-care. The commonest of these is regular courses of
intravenous antibiotics. A large number of patients can do this successfully at
home but will need education and support.
The onset of diabetes increases as patients grow older.'3 In the Manchester

unit 25% of CF patients are insulin-dependent diabetics. Education to ensure
good diabetic control is important. Poor control is associated with weight loss,
pulmonary deterioration and, possibly, decreased survival.'4 The institution of
gastrostomy feeding and non-invasive ventilation in association with preterminal
disease create additional burdens with which the patient may have difficulty
coping.

It is important that a CF unit provides continuing information and education
to CF patients. This can obviously be provided on the basis of one-to-one
interviews and a list of publications of specific interest to CF adults is produced
by the national bodies (eg, Cystic Fibrosis Research Trust, Alexandra House, 5
Blyth Road, Bromley, Kent BR1 3RJ, UK). On a unit, it is helpful for the
patients to have clearly written patient information booklets and defined
treatment protocols for managing their self-care (box 5). Staff can use these
protocols to teach patients and subsequently patient knowledge can be reassessed
at intervals to audit the effectiveness of the teaching programmes. A great deal of
time, care and sympathy should be spent in providing medical care in
out-patients and in hospital to patients who eventually may be physically
incapable of sufficient self-care. This maxim applies especially to the very
breathless patient.

It is essential that every young adolescent undertakes responsibility for
self-care following transfer to an adult CF unit. Compliance may be treatment-
specific, being worse for physiotherapy and better for exercise.'5 The former is
repetitive and onerous and the latter allows social integration. Compliance is
influenced neither by disease severity nor intelligence of the patient. It is better
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Managing compliance:
approaches

* empathy; warm, pragmatic
nonjudgemental approach;
acknowledge limits to total
compliance

* enthusiasm; communicate
confidence and provide inspiration

* exploration; spend time
understanding the patient's reasons
for poor compliance (may be due to
poor information, pressure on time,
chaotic lifestyle, etc)

* education; may not improve
compliance but ifinformation is
inadequate compliance will not
improve

* expression ofemotion; allow the
patient to express feelings which
might be a mixture of fear, anger,
resentment, depression, etc

Box 6

when patients can gain obvious benefits, such as taking their pancreatic
supplements in order to avoid the social embarrassment of foul-smelling stools.
The ability of physicians to predict compliance accurately does not infer that
they can change it. Treatment may need to be tailored to fit a patient's lifestyle,
and understanding some ofthe complex reasons for poor patient compliance may
improve the situation. Non-compliance has been classified into three categories
by one group, a) inadequate knowledge, b) psychosocial resistance, and c)
educated non-adherence.16
Using coercion as a method of improving compliance will fail and Lask

suggested five main principles'7 for communicating and improving compliance
with young CF adults (box 6).

TRANSPLANTATION
Mortality for CF can be predicted on the basis of deterioration in pulmonary
function. Patients with an FEV, of less than 30% predicted have a 50%O chance of
dying within two years.'8 At this point in time, consideration should be given for
referral for transplantation assessment. This approach may acutely disrupt the
CF patient's well-adjusted defences and sense of well being. Patients with severe
disease sometimes have no perception of how ill they have become. Com-
municating objective information ofimpending mortality requires skill and tact.
It may be the first time that patients and their families have faced the terminal
nature of CF. It may take several interviews involving close partners to
communicate satisfactorily the need for a transplant. Separate input may be
required from social workers and doctors. The patient may object to the need for
transplantation but, paradoxically with deteriorating health and quality of life,
may become demanding for it to occur. With the death of the patient, failing to
have got a transplant may leave considerable bitterness and prolonged grieving in
the family of the deceased. Occasionally a patient will refuse transplantation
which can cause considerable disharmony within the family.
There is the associated paradox that transplantation is both a life-saving and

life-threatening operation. There will be patient awareness on a CF unit, that
organ transplants in their peers will have been both successful and unsuccessful.
A large number of patients have grown up together and death in this manner ofa
CF friend can cause emotional havoc. Listing for transplantation requires
further intensification of self-care. The majority of patients at the Manchester
unit have a feeding gastrostomy inserted at time of listing. If respiratory failure
with carbon dioxide retention is developing then non-invasive nocturnal
ventilation is instituted.

THE FUTURE
Young people with CF are extremely well informed. They keep up to date with
medical advances via the media and their own publications. The former often
indulge in hype with regard to scientific breakthroughs, which are heralded as
imminent cures. Although the discovery of the gene, the cloning of the CF
mouse, and the correction of the basic defect in nasal epithelium are momentous
scientific breakthroughs, their transformation into curative therapy may be a
decade away. The optimism ofpatients must be sustained but moderated. Carers
of CF patients need to keep up-to-date with current medical and scientific
advances.

Improving communication and education, and judging effectiveness

The relationship of the doctor with young adults with CF is different from most
doctor/patient relationships. It commences in adolescence between the ages
16-18 and continues over a decade until transplantation or death. During this
association, there will be many medical and personal vicissitudes. One of the
most important reasons for failure of interaction between carer and patient is
poor communication.'9 Improving communications can be considered both from
the carers' and patients' perspective.

CARERS' PERSPECTIVE
It is essential that the doctor has adequate knowledge of CF.20 CF is the
commonest inherited genetic disease with 6000 patients in the UK. It is essential
that medical students and doctors receive some education in this speciality
during their training. Information can be provided by the carers to patients,
usually at repeated clinical interviews, but much self-care is complex and should
be supported with simple written protocols for patients to use at home.
Information is not always received correctly and often may be misinterpreted.
What is the best approach to young people with CF? Every patient is different.

Often they will require privacy in their discussions without the presence of

 on M
ay 17, 2023 by guest. P

rotected by copyright.
http://pm

j.bm
j.com

/
P

ostgrad M
ed J: first published as 10.1136/pgm

j.71.837.385 on 1 July 1995. D
ow

nloaded from
 

http://pmj.bmj.com/


Communicating with young adults with cystic fibrosis 389

parents or partners if the subject matter is delicate. Sometimes, it may be
important, with the patient's permission, to interview relatives separately so that
all the issues are clearly understood. It is important for the carer to be tolerant
and have empathy with the patient. It is important to maintain a professional
approach but on occasions this may be tested to the limits by rudeness or bad
behaviour on the part of the patient. Sometimes the patients will simply follow
their own course of action.

PATIENT'S PERSPECTIVE
CF adults are extremely well informed.2' They publish their own joumal and
handbook. The former contains medical and personal articles and the latter
practical information with regard to allowances, housing, insurance, travel, etc.
However, they are always seeking more information.22 The effectiveness of
communication from the patient's view will depend upon the approach of the
doctor. If the maxims mentioned above are followed then the relationship will
prosper. Indifference, disinterest and a superior approach will doom any
communication.

Although the discussion has emphasised the importance of communicating
with young adults with CF at various levels, there have been very few studies
assessing effectiveness. A recent paper has studied the ability ofyoung CF adults
to manage their own disease, which involved self-monitoring and com-
municating symptoms and disease progress.23 An important component of this
study involved communicating with the CF team. Measuring the efficacy of
patients' self-care may reflect the ability of the carers to communicate and
educate.

Conclusion

Caring and communicating with young adults with CF is difficult and testing.
They are a cross-section ofthe population who also have CF and communicating
about the many difficult issues of the disease may not be the same for each
individual. However, the essential component of the doctor/patient relationship
is to establish mutual trust. From this firm base everything will be much easier.

I am grateful to Mary Dodd, Shauna Smith and Joan Fitzjohn for their constructive comments
in the preparation of this article.
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