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Privacy concerns hinder development of useful medical registries needed for improved care

Tu J, Willison W, Silver F, Fang J, Richards J, Laupacis A, Kapral M. Impracticability of informed consent in the Registry of the Canadian Stroke Network. N Engl J
Med. 2004; 350 (14): 1414-1421.

Issue

Study

Key
Findings

Implications

The development and usefulness of consent-based registries are limited by numerous difficulties
associated with obtaining informed consent for medical registry research, which benefits patient care.

Examined the effectiveness of a comprehensive attempt to obtain informed consent from stroke patients
participating in the Registry of the Canadian Stroke Network, a registry comprised of 20 hospital stroke
centres across eight provinces. The study tracked the overall participation rate (consent rate among all
potential stroke patients at each stroke centre) and the characteristics of consenting patients.

e The overall participation rate reached no more than 51% during the study period.

¢ Barriers to obtaining consent included: patients dying or leaving hospital before being approached
for consent; patients not admitted to hospital, cognitively impaired patients with no surrogate
decision maker; and patients who could not speak English or French.

¢ Difficulties with obtaining consent resulted in major sample biases, with enrolled patients being
younger and healthier than those not enrolled.

Privacy legislation needs to balance the importance of protecting the privacy of personal health
information with the benefits to society that can be achieved from anonymous clinical registry studies
that have not obtained patient consent, but have used appropriate safeguards to protect patient
confidentiality.

Infant hospitalizations impacted by family’s health
Guttmann A, Dick P, To T. Infant hospitalization and maternal depression, poverty and single parenthood — a population-based study. Child: Care Health Dev. 2004;

30 (1): 67-75.

Issue

Study

Key
Findings

Implications

There are no studies that examine how family characteristics affect an infant’s rate of hospitalization,
although evidence shows that such rates are not due to differences in health alone.

Data on more than 332,000 Canadian infants, aged 12 to 24 months, were used to examine the
contribution of family socio-demographic (e.g. incomes) and psychodynamic factors (e.g. maternal
health) to the risk of hospitalization among these infants.

Overall, 11% of infants were hospitalized. Low income, single parenthood, and maternal depression
were all significantly associated with hospitalizations.

Recognition and treatment of maternal depression may help to reduce hospitalizations rates in infants.

Patients at high risk for stroke are under treated in Ontario
Gladstone D, Kapral M, Fang J, Laupacis A, Tu J. Management and outcomes of transient ischemic attacks in Ontario. CMAJ. 2004; 170 (7): 1099-1104.

Issue

Study

Key
Findings

Implications

Despite published recommendations, the management of transient ischemic attacks (TIAs) in clinical
practice is variable and often sub-optimal.

Examined the management and outcomes of 371 TIA patients who came to the emergency
departments (ED) of four regional hospital stroke centres in Ontario in 2000 (before the introduction of
the Ontario Stroke Networks).

Of the three-quarters of TIA patients discharged from the ED, one in 20 had a stroke within 30 days of
discharge. The results also showed that diagnostic tests and stroke prevention medications were
underutilized in TIA patients, and that these patients were less likely than stroke patients to see a
specialist while in the hospital.

TIAs should be approached with the same urgency as strokes. Patients should also be made aware
of TIA symptoms and the need to seek immediate medical attention.



Study shows striking variation in the use of end-of-life care in U.S. hospitals

Wennberg J, Fisher E, Stukel T, Skinner J, Sharp S, Bronner K. Use of hospitals, physician visits, and hospice care during last six months of life among cohorts loyal
to highly respected hospitals in the United States. BMJ. 2004; 328 (7440): 607-610.

Issue Although it is known that variation exists in the use of health resources for chronically ill patients
across hospital regions in the U.S., it cannot be explained by patient preferences or rate of illness.
Study Evaluated the use of health care resources in the last six months of life for patients admitted to 77
academic medical centres in the U.S., each with a reputation for providing high quality chronic care.
Key The following is a summary of the wide variation seen in the use of resources across the 77 centres:
Findings

Inpatient days ranged from 9 to 27 days, and ICU days ranged from 2 to 10.
e Number of physician visits ranged from 18 to 76 visits.
e Percentage of patients seeing 10 or more physicians ranged from 17% to 59%.
e Hospice enrolment ranged from 11% to 44%.

In terms of the intensity of terminal care:

e The percentage of deaths occurring in hospital ranged from 16% to 56%.
¢ Deaths associated with a stay in the ICU ranged from 8% to 37%.

Implications  Despite having strong national reputations for clinical care, variation in resource utilization suggests
that these organizations would benefit from participating in comparative studies of practice patterns,
with a view to rationalizing the use of end-of-life care.

Rectal cancer patients treated at high-volume hospitals have better outcomes

Hodgson D, Zhang W, Zaslavsky A, Fuchs C, Wright W, Ayanian J. Relation of hospital volume to colostomy rates and survival for patients with rectal cancer. J Nat/
Cancer Inst. 2003; 95 (10): 708-716.

Issue The association between hospital volume, type of surgery, and survival for patients with rectal cancer
is uncertain.

Study Examined the permanent colostomy rate and 30-day and two-year mortality rate for more than 7,000
rectal cancer patients in California, USA who under went surgical resection between 1994 and 1997.

Key The 30-day mortality rate was 1.7% among patients of high-volume hospitals and 4.6% among

Findings patients of the lowest volume hospitals. Two-year survival ranged from 85% in high-volume hospitals

to 79% in the lowest volume category. Patients in the lowest volume quartile had a 7% increase in the
absolute risk of permanent colostomy compared to those in the highest volume quartile.

Implications  Identifying processes of care that contribute to differences in permanent colostomy and survival rates
between high- and low-volume hospitals may help improve patients’ outcomes in all hospitals.

For more information contact:
Paula McColgan, Director, Policy and External Relations, ICES
(416) 480-6190 or paula.mccolgan@ices.on.ca

ICES is an independent, non-profit organization that conducts research on a broad range of topical issues to enhance the effectiveness of
health care for Ontarians. Internationally recognized for its innovative use of population-based health information, ICES research provides
evidence to support health policy development and changes to the organization and delivery of health care services.


mailto:paula.mccolgan@ices.on.ca

	Privacy concerns hinder development of useful medical registries needed for improved care
	Infant hospitalizations impacted by family’s heal
	Patients at high risk for stroke are under treated in Ontario
	Study shows striking variation in the use of end-of-life care in U.S. hospitals
	Rectal cancer patients treated at high-volume hospitals have better outcomes

