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Our Family Service Team



Statistics for Fiscal 2024-25 

Direct Support Mutual Support

Number of open files = 2,753 Number of Support Groups = 22
(increase of 3)

Phone Calls = 5,052
(39% increase)

In-Person Support Group Events = 940
(31% increase)

Emails = 12,258
(14% increase)

Virtual Support Group Events = 3,628
(61% increase)

Home visits = 661
(27% increase) Number of clients involved in groups = 335

Virtual appointments = 754
(27% increase)



Statistics for Fiscal 2024-25 

Information & Education Partnerships

Online Referrals = 395
(1,261% increase)

In-Person Genetic appointments = 13
(increase from 0)

In-person Case Consultations/Education 
sessions/LTC in-services = 163
(120% increase)

Virtual Genetic appointments = 30
(58% increase)

Virtual In-Person Case Consultations/Education 
Sessions/LTC In-Services = 180
(5% decrease)

In-Person HD Clinic appointments = 432
(25% decrease)

Virtual HD Clinic events = 188
(36% increase)

New Referrals to Genetic/HD/MD clinics = 25
(62% decrease)
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Centres for HD CARE

• The aim of the Centres for HR CARE (Clinical 

And Research Excellence) model is to provide 

equity in service provision across all sites

• This is achieved by providing funding to support 

a full compliment of multidisciplinary team 

members in each site

• This is amplified by matching these clinics with 

specific underserviced regions to ensure all 

Canadians have reasonable access to clinic 

services



HDSA Centre of 
Excellence (COE) Model

• HDSA’s COE program started in 1997 with their very first site

• They now support 56 centres and 11 partner sites to a total 

of $2 million in funding per year

• Each site is responsible to provide outreach to 

underserviced areas, either through outreach visits or 

virtual support to neurologists, psychiatrists, LTC homes, etc. 

to manage the patients that they have

• Offers 3 different tiers of patient populations

o Level 1 (25-50 patients) = up to $20k

o Level 2 (50-100 patients) = up to $50k 

o Level 3 (150+ patients) = up to $75k



How Do We Get There?

• Phase 1 involves pan Canadian community 

assessment and gap analysis

o Required to identify underserviced regions 

and population groups

o Test hypotheses and identify new issues

o Involve a diverse stakeholder group

• Phase 2 involves model development including 

clinic manuals, contracts, clinic evaluation and 

data management tools, RFP process





Because our
HD community is 

at the heart of 
all that we do!




