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“You can’t always get what you want” — Or can you?

Joan M. Teno, David Dosa
oo See related article page 627

You can’t always get what you want

But if you try sometimes

You just might find

You just might find

You get what you need

— Mick Jagger [ Keith Richards, Let it Bleed, 1969

tions are struggling with how best to provide health

care to older people dying of chronic progressive ill-
nesses. For the most part, health care systems in the indus-
trialized world were built to care for people with acute ill-
ness. This fact has resulted in the development of health
care silos that are inherently disconnected from one another
and thus necessitate frequent transitions from one part of
the system to another." These transitions may result in the
neglect of certain needs, failed communication, and overall
dissatisfaction with the quality of care.” Given the aging of
the populations of industrialized nations, a key challenge is
to reform health care systems to allow them to meet the
needs and expectations of older people and those who care
for them.

A vital first step in this transformation is to understand
what dying people want. In this issue (page 627), Heyland
and colleagues® provide important evidence about what mat-
ters most to dying people and to families living each day with
chronic, progressive illnesses that will result in death. The
trajectory of dying has changed dramatically in comparison
with 100 years ago, when most deaths were caused by infec-
tious disease and the process of dying could be measured in
mere days or weeks after the initial diagnosis. Today, most
people in the developed world die at an older age with multi-
ple chronic illnesses whose course is characterized by periods
of improvement followed by deterioration and prolonged pe-
riods of functional dependency.*

What do seriously ill people with life-limiting illnesses
want? Items identified by Heyland and colleagues?® as “ex-
tremely important” include trust in one’s physicians, avoid-
ance of a prolonged dying experience on life support, a sense
of closure, not being a burden on one’s family, adequate sup-
portive services for care at home, symptom relief and open
communication. This list is consistent with survey develop-
ment work that has relied on focus groups, structured inter-
views, guidelines and expert opinion.*™ Heyland and col-
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leagues provide important information on what people want,
the key challenge being to ensure that the health care system
can respond to these expectations and needs. And so, where
do we go from here?

First, measuring patient and family perceptions of the
quality of care will play a key role in raising awareness and
monitoring changes in how the provision of health care is
structured for an aging population. This will in turn help us
to focus efforts on improving care and setting standards
against which health care systems and institutions can be
held accountable. Although measurement has focused on ex-
amining the quality of care in “the dying process,” it is impor-
tant that we move from a focus on the quality of end-of-life
care to a focus on patient- and family-centred care. Simply
stated, we need measures to ensure that we meet the expecta-
tions and needs of patients throughout the course of their
disease. In developing a conceptual model to examine the
quality of care delivered to hospice patients, we have noted
that many of the measures do not apply only to the very last
stages of life; good pain control, for example, should apply
throughout the course of a terminal illness.

Second, palliative care specialists and other physicians
who deal with elderly and chronically ill patients must be-
come involved and be leaders in health information technol-
ogy. Palliative care physicians can have the greatest impact on
quality of care by working with the designers of electronic
medical records (EMR) and guideline-based computer deci-
sion support programs to ensure that appropriate measures
and content from their specialty are incorporated. Most
guidelines exist as simplistic, branching flow diagrams, yet
we make medical decisions that involve far more complexity.
With the full implementation of EMR and the use of com-
puter decision-support programs, current guidelines must
quickly make the leap from the “generic” patient (e.g., the pa-
tient with cancer who rates his or her pain level at 6 on a 1o-
point scale) to provide patient-specific treatment recommen-
dations that take into account comorbidities, multiple
etiologies of pain and the changing pharmacodynamics of
aging patients (e.g., a 100-year-old patient with breast cancer,
bony metastases and 3 different pain syndromes). Guideline-
based computer decision-support systems can effectively pro-
vide health care providers with authoritative recommenda-
tions that take such complexity into account. Additionally,
computer decision-support systems can provide timely feed-

- 174(5) | 643

© 2006 CMA Media Inc. or its licensors



COMMENTARY

back that will help avoid common pitfalls in the use of opiates
(e.g., the use of long-acting opiates in frail, older, opiate-
naive patients as first-line therapy). It is also to be hoped that
EMR and computerized decision-support systems can help
coordinate care across multiple settings and provide timely
information on the quality of care. In this latter role, they can
serve as the “bricks and mortar” that sustain the gains of
rapid-cycle quality improvement efforts.

Third, we need to invest in organizational culture change.
It is somewhat disconcerting that the top-ranked desire re-
ported in Heyland and colleagues’ study was “To have trust
and confidence in the doctors looking after you.” We can only
hope this does not reflect a present lack of confidence in
health care providers. Acute care hospitals must embrace a
culture of patient centredness. This kind of transformation
requires us to move beyond a quality-assurance model (e.g.,
sending physicians assessment letters advising them that they
need to be better communicators in the face of slipping satis-
faction scores) to complex, multifaceted interventions that
align the culture of acute care hospitals with their key mission
of providing competent, compassionate and coordinated
health care. For example, Brown Medical School in Provi-
dence, RI, collaborated with Quality Partners of Rhode Is-
land, a nonprofit consultancy, to use a multifaceted interven-
tion that resulted in a 41% reduction in the rate of severe pain
among nursing home residents.’

Industrialized nations must now face the need to care for
burgeoning populations of older people. Research by the
Canadian Researchers at the End of Life Network (CARENET)
provides important evidence about what Canadians with life-
threatening illnesses want. Now is an important time for
physicians and other health care providers, policy-makers,
health service researchers and administrators to work to-
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gether to ensure that this generation get what they need in
their final stages of life.
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