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Objectives

1) Review current recommendations for comprehensive care for
HAE in Canada

2) Show what we have achieved and what still needs work.

3) Propose and discuss strategies to accomplish unmet needs.
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<« Vision:

Enable HAE patients in Canada fo receive appropriate
support and care so that they are able to live full lives

<« Mission:

CHAEN unites physicians committed 1o ensuring all HAE
patients in Canada have access to excellent care that
reflects current management and freatment
guidelines, and works o promote research and
education
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Treatment of HAE

« Acute Attacks

* Prophylaxis
« Short-term
 Long-tferm

« Self-Administration
« Approach to Individualized Therapy

« Quality of Life

« Comprehensive Care
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Comprehending Comprehensive Care

Comprehensive care of patients is based on
integration of the organization, delivery, and
management of services related to
diagnosis, freatment, care, rehabilitation

and health promotion.




Level of Strength of

Evidence recommendation




Although the importance of the comprehensive care model in HAE was recognized by
the committee unanimously, and specific recommendations have existed with respect
to its requirements, this care model is not available to all patients with HAE in Canada.

The provincial and territorial model of health care funding makes implementation of
nationally uniform HAE comprehensive care clinics challenging.

Despite this, the fundamentals of comprehensive care should be uniform across the
country and equally accessible across all geographic locations.

Support should be provided by provincial and territorial governments to ensure that
proper standards of care are being met.

Treatments for HAE can be expensive; however inappropriate treatment of HAE may
be even more costly.

It was recognised by the committee that on-going monitoring of comprehensive care
programs is essential to measure their impact on patients’ outcomes such as disease
control, QoL and economic effects.
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Table 4 Requirements for comprehensive care in the
management of hereditary angioedema patients

Best Clinical Treatment outcomes including:

a. A comprehensive care team made up of nurse coordinator,
clinician, social worker, data manager, pain management
specialist, genetic counsellor, and administrative support;

Access to specialized diagnostic testing;
Access to home treatment;

A networked Patient Information System to facilitate product
recalls - collect data on therapy outcome measures and safety,
and facilitate participation in clinical trials

Access to clinical advances as they become available;
Access to 24 hour support;

Access to up-to-date standards of care, including standardized
wallet cards;

Tracking and intermittent audit of quality outcomes including
beneficial and adverse outcomes through secure, comprehensive
and networked data management.
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Our Clinic at St Michael’s

Quaternary Centre with a number of specialfies available
Acts as a training centre for pediatric and adult specialties
Has a dedicated clinic space

Nurses are focused but not exclusive

Outstanding blood bank
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Best Clinical Treatment outcomes including:
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Home Treatment

Then and Now?¢
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Putting Patients at the Centre — the
Right Care, Right Place, Right Time

» “Confinuing to expand home and
community care to ensure that people
receive care as close to home as possible.”



Gerth et al. Allergy, Asthma & Clinical Immunology 2014, 10:23
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SHORT REPORT Open Access

mplications to payers of switch from
nospital-based intravenous immunoglobulin to

nome-based subcutaneous immunoglobulin
therapy in patients with primary and secondary
immunodeficiencies in Canada

William C Gerth"”, Stephen D Betschel? and Arthur S Zbrozek®

Home-Based Subcutaneous Immunoglobulin Therapy vs Hospital-Based
Intravenous Immunoglobulin Therapy: A Prospective Economic Analysis
Annals of Allergy, Asthma & Immunology; Fu et al. Annals of Allergy, Asthma
and Immunology, (in Press)




Health Quality
Ontario

Let’s make our health system healthier

Home-Based Subcutaneous Infusion of

Immunoglobulin for Primary and Secondary
Immunodeficiencies: OHTAC Recommendation

ONTARIO HEALTH TECHNOLOGY ADVISORY COMMITTEE RECOMMENDATION

e OHTAC recommends that home-based subcutaneous infusion of immunoglobulin be
publicly funded for treatment of patients with primary and secondary immunodeficiencies
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The fundamentals of comprehensive care should be uniform across the country and
equally accessible across all geographic locations.
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Regisiry

» Should be disease specific

» Collect metrics on HAE (diagnostics, genetics, attack
specifics and triggers, treatments, response to
treatments, Qol)

» Collect data that enables calculation of socioeconomic
impact of HAE

» Track product utilization for measures of efficacy, safety,
and accountabillity.
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Comprehensive care is not new and not unique to rare diseases. CONCLUSION

Lack of standardization between rare blood disorders despite
common themes.

Treatments continue to evolve and move from regimented hospital
based therapies to home-based therapies.

Recognition of this is expanding and is being embraced.

Despite this, there is no coordinated effort to track appropriate
utilization of products and their efficacy.

Comprehensive care clinics could manage this with appropriate
support that would likely be cost effective.
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: Patients and Advocates _
Health care providers Policy Makers/Purse Holders
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