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EDITORIALS

Caring for people with dementia
The focus should be on what can be done rather than on the lack of a cure

In the accompanying prospective cohort study, Xie and
colleagues show that people can live for several years
after being diagnosed as having dementia and many are
already frail at the time of diagnosis.' The authors esti-
mated survival times after the onset of dementia in 438
people according to age, self reported health, disability,
and severity of cognitive impairment. The estimated
median survival time from the onset of dementia was
4.1 years (interquartile range 2.5-7.6) for men and 4.6
years (2.9-7.0) for women. Survival between the young-
est (56-69 years) and oldest people (290 years) differed
by nearly seven years. Sex, age of onset, and disabil-
ity significantly predicted mortality in the presence of
dementia. The study shows that dementia is a terminal
condition, the course of which unfolds with coexisting
age related impairment and ill health. The study pro-
vides clear evidence that people with dementia need
coordinated care and support from a range of profession-
als and practitioners from diagnosis to death to ensure
maximum quality of life and prevent unnecessary dis-
ability and suffering.

During the past 30 years, substantial advances have
been made in understanding how best to support peo-
ple living with dementia. Until recently, dementia was
viewed as a “living death” about which little could be
done beyond custodial care. In November 2006, the
National Institute for Health and Clinical Excellence
together with the Social Care Institute for Excellence
published the first guideline on the care of dementia.?
It proposed pathways to tackle the social and medi-
cal aspects of living with dementia. The guideline is
a first step towards rectifying the fact that the United
Kingdom fails to provide adequate care for people with
dementia despite evidence that well organised care
reduces disability.® *

Doctors occupy a unique vantage point for ensuring
optimal quality of care for people with dementia and
their families. Both the patient with dementia and their
carer—many of whom live together—need to be provided
for. Doctors have a part to play in promoting quality of
care from diagnosis until death, through assessment of
changes in cognitive functioning—such as memory, day
to day functioning, and behaviour—alongside identifica-
tion and treatment of comorbidities. Referral to special-
ist psychological and psychosocial services is integral to
provision of high quality care.*

Many people with dementia and their families wait
years for a diagnosis, and some never receive one.*
Primary care doctors often defer the diagnosis because
they think it is futile—that the condition is not treat-

able, it carries stigma, and it will leave people feeling

hopeless.

Doctors have a part to play in responding to con-
cerns about changes in cognition including memory,
behaviour, and day to day functioning. This requires
comprehensive assessment to identify the underlying
cause, which may include pain; infection; dehydration;
side effects of drugs; or unmet psychosocial needs, such
as lack of human contact or meaningful engagement.®
Assessing and treating the cause may reduce inappropri-
ate use of tranquilising drugs.® Doctors also need to assess
and treat comorbidities; this may prevent unnecessary
admissions to hospital and associated excess disability.”
People with dementia are more likely to be admitted to
hospital and to have longer stays in hospital than people
without dementia,” which may reduce quality of life and
cognitive and functional ability.” Promoting awareness
of the many psychosocial supports and services that can
improve quality of life may help to counteract doctors’,
patients’, and carers’ sense of futility.

Health care and social care for people with dementia
and their families is most effective when provided in
partnership with organisations in the private and volun-
tary sector, such as the Alzheimer’s Society.* Research
from the US shows that much of the distress experienced
by people with dementia and their families can be pre-
vented when primary care works closely with geriatric
nurse practitioners and community and voluntary serv-
ices.®  Working in partnership with people with demen-
tia and their families is now the expected norm.

In planning care and support, doctors need to pay as
much attention to the essential human worth of a person
with dementia and their retained capacity for relation-
ships, pleasure, communication, and coping as they do to
deficits and dysfunction.!**? They also need to be aware
of the growing evidence base for therapeutic intervention
and effective support to minimise disability and promote
optimal quality of life.>*
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Cardiovascular risks of calcium supplements in women
Increased risk of myocardial infarction outweighs the reduction in fractures

Calcium is an important component of bone, and
a sufficient intake of calcium is needed for bone
homoeostasis. Calcium supplements can reduce the
risk of fractures in elderly women who are deficient
in calcium and vitamin D, but data on the risk of
adverse effects on cardiovascular outcomes have so
far been inconclusive. In their accompanying paper,
Bolland and colleagues report a preplanned secondary
analysis of their randomised controlled trial of calcium
supplements in 1471 postmenopausal women. They
analysed the effect of calcium supplements on
myocardial infarction, stroke, and sudden death.

Calcium and vitamin D supplements have been
shown to reduce the risk of hip fractures in elderly
institutionalised women who are deficient in calcium
and vitamin D.? More recent large trials based in the
community have been negative, but this may have
been the result of poor adherence,® which is particu-
larly important for calcium to be effective. Benefit has
been shown only in analyses restricted to women who
adhered to treatment for total fractures,* hip fractures,”’
and forearm fractures.® A recent meta-analysis sug-
gested an overall 12% decrease in the relative risk of
fracture.® If we assume that the average incidence of
fracture in women aged 80-84 years is 4% each year,
then the number needed to treat (NNT) for five years
to prevent one fracture is 42.7

Calcium supplements have generally been thought
not to be harmful. Patients often complain of constipa-
tion,’ and the risk of renal calculi is slightly increased.’
Possible positive effects on obesity and cholesterol
have implied a protective effect on cardiovascular
outcomes. However, calcium based phosphate bind-
ers are associated with increased vascular calcification
in patients about to undergo dialysis.® The potential
mechanisms of arterial calcification are many and
complex,” but biologically plausible mechanisms sup-
port the role of calcium. Under certain stimuli, vas-
cular smooth muscle cells may undergo a phenotypic
switch to bone-like cells,’ and in the presence of high
amounts of calcium these may be capable of produc-
ing vascular calcification.

So what does the analysis by Bolland and col-
leagues tell us? The data were not totally consistent,
but if most weight is placed on the verified events
(from medical records alone as well as a search of a
national database of hospital admissions), women tak-

ing calcium had a significantly higher risk of cardio-
vascular disease (relative risk 2.12, 95% confidence
interval 1.01 to 4.47, P=0.047), especially myocardial
infarction (1.49, 0.86 to 2.57, P=0.16). The equiva-
lent risks for stroke were 1.42 (0.83 to 2.43, P=0.21)
and 1.37 (0.83 to 2.28, P=0.23), respectively. The
survival curves started to diverge after about two
years, indicating a slow onset of effect.

When directly comparable incidence rates for myo-
cardial infarction and stroke are used in 80-84 year old
women, the number needed to harm (NNH) for five
years is 10-17 and 26-28, respectively.!” Both are con-
siderably less than the NNT, which indicates that the
risks greatly outweigh the benefits in an elderly popula-
tion. Indeed, the absolute risk of fracture would have
to be four times that of cardiovascular disease for the
NNT to be less than the NNH. This would be met only
in women with a very high risk of fracture, in whom
guidelines recommend more effective treatment anyway.
These estimates are subject to wide confidence intervals
and they contrast with the absence of increased cardio-
vascular risk in the women’s health initiative study in
younger postmenopausal women, although poor adher-
ence in that study may contribute to this.’

These adverse findings need to be replicated by re-
examining the databases of other large trials for cardio-
vascular end points, especially in people with good long
term adherence. Until then, the use of calcium supple-
ments as monotherapy in elderly people does not seem
to be justified, except possibly in women with very low
calcium intakes. Data suggest that it may be safe to use
supplements to prevent osteoporosis in younger post-
menopausal women. Caution is necessary, however,
given the need for long term use to maintain the benefit
on bones and the likely time lag between treatment with
calcium and adverse cardiovascular events.

The place of calcium as co-therapy with other
treatments for osteoporosis—such as bisphosphonates
and strontium—is less clear. None of these agents has
been shown to be effective without co-administration
of calcium and vitamin D. The literature on dialysis
provides a rationale for the use of bisphosphonates
to prevent arterial calcification," so these agents may
offset one of the harmful effects of calcium. The recent
report of decreased mortality caused by cardiovascular
disease starting about 18 months after treatment with
zoledronic acid is consistent with this hypothesis.'
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Furthermore, these patients are at much higher risk
of fracture, so the NNT would be lower. It therefore
seems reasonable to continue supplementation in peo-
ple taking bisphosphonates.
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Zinc supplements for severe cholera
Are simple, well tolerated, and could save money as well as lives

In the accompanying paper, Roy and colleagues report
that zinc supplementation has an additional benefit
over antimicrobial treatments in reducing the duration
and severity of cholera in children.! The study was car-
ried out in Bangladesh, where cholera is endemic.

Cholera is a common disease in many countries of the
world. About 230000 cases in more than 50 countries
are reported globally, but the World Health Organiza-
tion estimates that official notifications make up only
5-10% of the real burden of cholera.? This means that
as many as three million cases and more than 100000
deaths occur each year.??

Cholera may be undetected for various reasons. About
80-90% of episodes are of mild to moderate severity.
Therefore, without performing routine culture for Vibrio
cholerae, the infection is difficult to distinguish clinically
from other causes of acute diarrhoea, including traveller’s
diarrhoea. Also, until recently economic repercussions
such as restrictions to food exports and losses to tourism
have acted as strong disincentives for reporting.? 3

Several major outbreaks have occurred since 2005,
and reported cases have doubled in the past three years,
with a threefold increase in the absolute number of
deaths. Almost all deaths occurred in Africa. Case fatal-
ity varies from about 1% to 4%, but in some regions—
such as Angola’s provinces, mortality reached 30% in
2006. Children and women of childbearing age are
the most susceptible to contracting and dying from the
disease. People who are malnourished are, as always,
more vulnerable.? ?

The treatment of cholera has changed little in recent
decades. The mild form can be treated with oral rehy-
dration. Rice based solutions decrease stool output
more than those based on glucose.? * Solutions with
reduced osmolarity produce similar clinical outcomes
to standard solutions.” About 15-20% of patients have
severe life threatening dehydration and need intrave-
nous fluids. Most patients will recover even without

antibiotics if hydration is maintained. Nevertheless,
antibiotics (ciprofloxacin or azithromycin as a single
dose or 12 doses of erythromycin) reduce the dura-
tion and severity of disease, and they can minimise
the use of services and resources.? * However, resistant
strains are common and treatment protocols should
be adjusted accordingly.? ® Antisecretives—drugs that
reduce gut secretions of ions and water, such as raceca-
dotril-have no effect.

What does zinc add to the current treatment of chol-
era in children? In Roy and colleagues’ study, signifi-
cantly more children receiving zinc supplements than
controls recovered on the second day (40 (49%) v 26
(32%), P=0.03) and on the third day (66 (81%) » 56
(68%), P=0.03).! On average, diarrhoea lasted for eight
hours less in children taking zinc and their stool produc-
tion was reduced by 200 mg a day. No excess vomiting
was reported in this study, which is not the case when
zinc syrup is not flavoured to mask its metallic taste.

Is this effect clinically relevant? At first glance this
small benefit seems negligible. But imagine the potential
effect at the International Centre for Diarrhoeal Disease
Research, Bangladesh, where about 34 100 patients had
cholera in 2005. During the epidemic season, the treat-
ment ward is extended with tents to accommodate more
than 500 patients each day. Under these circumstances,
a 10-15% reduction in children being admitted to hos-
pital would save lives.? The cost of zinc treatment for
three days is around $0.14 (£0.07; €0.1).! The average
cost of full treatment for one patient with severe cholera
is estimated at $15.° Therefore, reducing hospital stay
might even save money.

Why would zinc help treat cholera? Zinc is a cata-
Iytic or structural component of more than 200 human
enzymes. It is involved in immune competence, resist-
ance of skin and mucosa to infection, and development
of the nervous system. Nutritional zinc deficiency is a
common problem in developing countries, and giving
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zinc to children improves growth and the treatment
and prevention of acute respiratory infections.® 7

The beneficial effects of zinc on diarrhoea and cholera
have a biologically plausible explanation. Zinc restores
the integrity of the mucosal barrier and the activity of the
enzymes in the brush border of enterocytes.® It directly
affects ion channels—it blocks potassium channels in
the basolateral membrane and thus inhibits chloride
secretion induced by cyclic AMP.° Animals deficient
in zinc show high fluid losses in response to cholera
toxin," while zinc supplementation in humans reduces
cyclic AMP concentrations in enterocytes, promotes
ion absorption, and substantially reduces ion secretion
induced by cholera toxin.!" Finally, zinc also enhances
the production of antibodies against intestinal pathogens,
including cholera, and increases the numbers of circulat-
ing T cells in children.® *?

In conclusion, the results of the study by Roy are
consistent with previous studies in diarrhoea.! WHO
and Unicef already recommend 10-20 mg of zinc a
day for all children with diarrhoea. The current trial
adds to our knowledge that zinc has a beneficial effect
even in severe cholera, in children in hospital with
high purging rates (both high frequency and volume
of diarrhoea). The benefit of zinc in cholera may be
small, but it is far from negligible in countries where
the disease is endemic. Treatment is simple, has no
serious adverse effects, and may even save money.

1 RoySK, Hossain MJ, Khatun M, Chakraborty B, Chowdhury S,
Begum A, et al. Zinc supplementation in children with cholera
in Bangladesh: a randomised controlled trial. BM/ 2008 doi:
10.1136/2
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1998;(4):CD001264.
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et al. Supplementation with zinc, but not vitamin A, improves
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Coaching to support patients in making decisions
Needs to be tailored to individuals, and integrated with existing health systems

An essential component of high quality clinical care
is an informed and engaged patient.! Although some
patients have the necessary confidence and skills to
participate in their care, others or their families need
coaching to develop their skills. Over the past 15 years,
health coaching has been evaluated in research inter-
ventions and is now provided mostly in call centres or
management programmes for chronic conditions in
North America, Europe, and Australia.

Coaching develops patients’ skills in preparing for
a consultation, deliberating about options, and imple-
menting change. Trained facilitators, who are support-
ive but do not make decisions for the patient, coach
patients before or after an encounter with a clinician.
Coaches are often nurses, but they may also be other
health professionals or trained patients. Coaching is
provided face to face between individuals or groups, or
over the telephone, email, or internet. Human interac-
tion is usually involved, but automated coaching using
telephone or e-tools is evolving.

Coaching can be used for chronic conditions where the
challenge lies in finding common ground between clini-
cal and personal priorities and implementing changes.
It is also useful for preference sensitive decisions (such
as treatments for prostate and breast cancer, back pain,
benign prostatic hyperplasia, benign uterine bleeding,

and osteoarthritis), where the challenge lies in choosing
the option that matches the patients’ informed values.

The figure illustrates the coach’s potential role in
supporting the clinical encounter. The clinician and
patient work together to reach informed decisions
about the plan of care, on the basis of the patient’s
clinical needs, priorities, and values. The clinician’s
expertise lies in diagnosing and identifying treatment
options according to clinical priorities, whereas the
patient’s role is to identify and communicate their
informed values and priorities shaped by social cir-
cumstances. Coaches are involved when the patient’s
confidence and skills in preparing for consultations,
deliberating about options, or implementing changes
need to be developed.'?

What is the evidence that coaching is effective in
these three domains? A recent review of seven sys-
tematic reviews of coaching and question prompts
that are designed to prepare patients for consultations
showed that these interventions had positive effects on
patients’ knowledge, information recall, and participa-
tion in decision making.! The effects on satisfaction
and treatment outcomes were inconsistent, however.

In terms of deliberation about options, the review
included 10 systematic reviews of “patient decision
aids,” which explain options, clarify values, and
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provide structured guidance or coaching in delib-
eration and communication. Decision aids improved
patients’ participation, increased knowledge of their
treatment options and probable outcomes, and
improved agreement between patients’ values and
subsequent treatment decisions. The use of discre-
tionary surgery decreased without apparent adverse
effects on health outcomes. However, the intensity
of structured guidance or coaching in decision aids
varied widely.* One trial evaluated the separate con-
tribution of coaching relative to a video decision aid
alone or usual care for menorrhagia.” Women who
had additional coaching to help them express their
preferences had greater satisfaction and reduced hys-
terectomy rates; service costs were also lower.

Another systematic review assessed the evidence
on implementing change. The combined effects of
72 trials of motivational interviewing in patients with
various diseases showed no effect on cigarette smok-
ing or glycated haemoglobin values, but significant
positive effects were found for body mass index,
total blood cholesterol, systolic blood pressure,
blood alcohol concentration, and standard ethanol
content.? Single encounters of 15 minutes’ duration
were effective in 64% of studies, but more than one
encounter had a greater likelihood of positive effects.
Interventions by doctors were effective more often
(80% of studies) than interventions by other health-
care providers (46%).

So how can coaching be implemented in practice?
Health coaches are most commonly found in call
centres or peer support programmes. This improves
access and coverage but usually lacks continuity or
linkage with primary care or specialty care prac-
tices. Linkage to care may make it easier to identify
and document cases, to tailor the coaching to the
patient’s clinical needs, and to have the patient’s
own doctor reinforce the skills patients acquire
through coaching.

Some centres have embedded coaching into clini-
cal care processes. In California, trained volunteers
provide a consultation planning programme, which
includes coaching in raising questions and concerns
and in communicating and negotiating with doctors.®
In the United Kingdom, nurse specialists are trained
to administer decision aids and provide coaching for
patients having difficulty deciding about treatment
for prostate cancer and benign prostatic hyperplasia.”
At the Dartmouth Hitchcock Medical Center in the
United States, patients receive decision support using
automated computerised methods®; highly distressed
patients are automatically referred to support person-
nel. Patients view decision aids and are prompted by
computers to elicit their knowledge, values, preferences,
and unresolved decisional needs. Decisional needs are
summarised electronically and sent to the doctors to
“close the loop” on decision making with each patient.
Also, the clinical service and the public receive aggre-
gated quality reports on decision making.” 1*

Although many healthcare providers are being
trained in motivational interviewing, its use in daily
clinical practice is limited.® The future of coaching lies
in a blend of human and electronic interfaces based
on people’s specific needs. Patients’ electronic self
reports of their clinical and decisional needs, which
are completed at health centres or via the internet,
could serve as prompts for planning consultations and
trigger access to coaching.

Coaching in preparing for consultations can improve
patients’ participation and inform their decisions. In
turn, motivational interviewing can improve some
health outcomes. However, many operational barri-
ers need to be overcome before there is widespread
implementation of coaching that is linked to clinical

care and tailored to patients needs."!
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Presumed consent for organ donation
s an ethical and effective way of dealing with organ donation shortages

Last year, 1000 people in the United Kingdom died
while on the organ transplant list or after being
removed from the list because they became too ill.
Had a system of presumed consent been in place,
whereby adults are automatically registered as organ
donors unless they opt out, many of these deaths may
have been prevented.

Over the past year, opinion in the UK among the
public, media, and politicians has shifted towards pre-
sumed consent, and the prime minister has pledged his
support of such a system. A public opinion poll taken
in October 2007 showed that 64% of respondents were
in favour of a soft system of presumed consent, com-
pared with 59% in 2004.!

Although 90% of the UK population is in favour of
organ donation, only 24% has signed the Organ Dona-
tion Register.? Currently, when a person’s wishes are
not known relatives are asked to decide about dona-
tion, in the most difficult circumstances, when they are
recently bereaved. Not surprisingly, a large number
of families—around 40%—opt for the default position,
which is not to donate.?

The BMA has advocated a “soft system” of pre-
sumed consent since 2000. The system would still
retain a role for relatives, opting out would be easy
and accessible, and strict measures would be in place
to protect vulnerable groups who may not have the
capacity to decide for themselves.

Making donation the default position, from which
everybody would retain the right to opt out during
their lifetime, would make it easier for most people
to achieve their wish to donate; it would also relieve
relatives of the burden of making the decision.

One of the major concerns people have with a pre-
sumed consent system is that individuals will lose con-
trol over what will happen to their body after death,
and the state will take over. This is not the case. Like
the current system, under presumed consent people
would retain the choice over whether or not to donate
after death. Imperative to any change in legislation
would be a widespread public information campaign,
which would target sections of society that are hard

S
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to reach. Mechanisms must be in place to ensure all
members of the public are informed of their choices
and can register an objection quickly and easily—for
example, through their general practitioner, post office,
or electoral registration forms. As an added safeguard,
the system would retain a role for relatives. After death,
relatives would be informed that the deceased person
had not opted out of donation and, unless they object—
either because they know of an unregistered objection
by the person or because it would cause major distress
to the close relatives—the donation would proceed.

A key question is whether such a system would
increase organ donation rates; a growing body of evi-
dence indicates that it would. The relation between
presumed consent and donation rates is notoriously
hard to understand because of other determinants that
affect donation rates. A study in 2006 compared 22
countries over 10 years; it took account of determi-
nants that might affect donation rates, such as health
expenditure and number of deaths from road crashes.*
It concluded that “When other determinants of dona-
tion rates are accounted for, presumed consent coun-
tries have roughly 25-30% higher donation rates than
informed consent countries.” A study in 2003 found
similar results.’

Spain consistently has the highest donor rate in
Europe. One major difference between Spain and
the UK is that it has an exceptionally highly organ-
ised and well funded system. The recent report of
the UK Organ Donation Taskforce has drawn on the
experience of Spain and has centered its recommen-
dations on increasing organ donation rates through
improved infrastructure, coordination, and funding.
The other major difference with Spain is that it has a
system of presumed consent. Although relatives are
still consulted, the system of presumed consent, which
presents a very positive view of donation, has resulted
in a decrease in the number of relatives’ refusals. The
UK can learn two lessons from Spain, one regarding
improvements to infrastructure—which the BMA wel-
comes government commitment to—and the other
regarding presumed consent.

The Organ Donation Taskforce is currently conduct-
ing an inquiry into the practical, ethical, legal, and soci-
etal implications of presumed consent. It will report its
findings this summer. With at least two people dying
every day from preventable deaths we cannot wait any
longer to have this debate.
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