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Message from the President and Executive Director

In Canada, approximately one in one-hundred children born has a CHD. As a result,
upwards of 275,000 Canadians were born with CHD. About 2/3 are now adults; a
dramatic change as decades ago few children survived to adulthood, whereas now
over 90% do with changes to technology, freatments and identification.

In 2015, CCHA Directors adopted a three-year strategic plan with a focus upon;
awareneass bullding. sustainable fundraising - from a variety of sources so that the
programs of CCHA can expand and grow - and on-going support for CHD patients
and stakeholders.

The year 2015 has seen the Canadian Congenital Heart Alllance go through a meta-
morphosis as long-time volunteer; past CCHA president and 2015 Executive Director
Shelagh Ross decided fo lessen her active role, Her years of service, dedication and
commitment to the advancement of the CCHA are to be commended. While she
remains supportive In many ways, the Board of Directors elected to retain the ser-
vices of a part-time Executive Director and Allan Weatherall was hired In August
2015, His background in many facets of non-profit administration - primarily in health
care - was deemed very suitable to advance and support the Mission of CCHA.

We recognize that not all people with congenital heart defects require freatment.
Some may only need to be observed and routinely visit a cardiologist. In other
cases, surgery or a cardiac catheterization may be needed to reduce the effects of
and/or repair the defect. Even when a defect is treated as a child, further conditions
may develop that would benefit from additional medical treatment. Therefore, the
need for advocacy, support and research has been Increasing corresponding and
dramatically too and the Canadian Congenital Heart Alllance role is to support them
whenever possible. Unfortunately, many patients decide they do not need any
follow-up and are lost to belng seen maybe as they should and thus sometimes they
are seen foo late for effective freatment or support. One of the key efforts of CCHA Is
to dellver the message to those patients and family members that specialized care
exists across Canada in many cenfres. We encourage them to obtain the care
required to prevent new forthcoming health challenges.

In addition, CCHA chapters in the London, Otawa and Vancouver areas have been
very aclive with many locally based Initiatives.

As we move Info 20146 and beyond the journey continues for CHD patients, we will
focus upon sirengthening and growing programs critical in support of CCHA mem-
bers and their families. The Canadian Congenital Heart Alllance will purposely be an
advocate wherever possible. Thank you.

L ﬁwma Ao Weatheralt

President Executive Direchor
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‘ CCHA

The Canadian Congenital Heart Aliance [(CCHA) 1s a registered charity adminis-
tered by a volunteser Board of Directors. It was founded in 2004 by a group of adult con-
genital heart defect survivors and their families as a registered charity,

Its Boord of Directors confinues to consist prima ly of those iving with congenital heart
defects (CHD) and is dedicated to promoting excellence in CHD care. It also supparts
patients = who have CHD as well as their families, fiends, the medical community and
dligned patient groups. With donations of monesy, time and resources the CCHA alms 1o
improve the quality of life of patients with CHD. In addition, a Professional Advisory Com-
mittee supports CCHA activates. Several local chapters across Canada are actively
functioning too and maore are expecied.

OUR MISSION:

Ta improve the qudlity of life and health outcomes for individuak with congenital
heart defects: by raising awareness, providing peer support and mentornng, advocdacy,
and advancing research.

QUR OBJECTIVES:

The ocbjectives of the CCHA include the following:

. Raising awareness of congenital heart defects and the CCHA within the congenifal
population, medical cormmunity, government, and general public

. Provide peer suppart, mentoring and outreach programs to patients and families

* Advance congenital heart disease-related research

. Raise money fo achieve financial self-sufficiency and fund CCHA initiatives

What is a congenital heart defect?

Congenital heart defects ({CHD) are the most commen fype of birth defect and
can involve defects of the walls, valves, and/or the arferies and veins near the heart.
These defects often disrupt or constrict the normal flow of blood through the heart and/for
body, and can resulf in ofther complicafions with other organs. Approximately 1 in every
100 newborns have congenltal heart defects, which can range from mild to severe.
CHD is believed to happen because of incomplete or abnormal development of the
fetus' heart during the very early weeks of pregnancy and often before the mother Is
aware that she is pregnant. Some are known to be associated with geneatic disorders,
such as Down syndrome, but the cause of most congenital heart defects is unknown,
While they can't be prevented, there are many freatments for the defects and related
health problems.

At one-time most of those borm with CHD did not survive to adulthood ... today
virtually 5% do survive well info adulthood. However, about half of them will require
ife-long monitorng and possibly specialized care.



PRESIDENT'S REPORT

FUNDRAISING
“ENSURING WE HAVE THE FUNDS TO DO IT"

CFP Has Heart donated £10,000 for two Alberta Patient Conferences and the Beat Retreat
Znd annual Heart Warriors Walk in Abbotsford, BC on Feb 14 - raised $3,200
Amiber Deveraux in Marathon Ontaric held an Baster Dance and raised $3,300 for CCHA.
Raised aver $7,250 in annual Cardiac Foundation of Canada Walk of Life (50,50 split)
Actelion Donated 32,000
Aviva Community Fund $1000 Wikdcard Prize.

Tides Canada Foundation $5,840
TOTAL RAISED TO DATE IN 2015 = 39,684

MEMBER SUPPORT
“HELPING OUR MEMBERS”

7th “Beat Retreat” camp: 27 patients & 7 Health Care Providers altended

AWARENESS

“ADVOCATING FOR OUR CAUSE"

Spoke & participated at Sick Kids Labatt's Family Education Dayl for the 7th year (April)
spoke at Cardiac Foundation Walk of Life (May)
Spoke at the 22nd Intermational Symposium on ACHD in Torento |June|
fth year attending the CCS in Toronto (funding provided by Heart and Stoke) (October)
Letter to Ontario Minister of Health regarding destruction of Patient Records after 33 years in
Attended a CHEQ Cardiac Kid LIFFE research panel (October)
Spoke at the CHD “"Heart to Heart” patient education days in Edmonton & Calgary

CURRENT & FUTURE ACTIVITIES

Hired our first Part Time Executive Director - Allan Weatherall (2015/2014)
Reviewed and Updated the Strategic Plan (2015/2014)

Patients conferences in spring 20146 = Vancouver = plans underway
Create monthly national newsletter {in partnership with other CHD orgs?)
Engage the medical advisory board
speak at CHD events
secure funding for more Beat Retreat camps and conferences
Host more meeat and great seminars
Fundraise more $3



FINANCIAL REVIEW
2015

Canadian Congenital Heart Alliance
Statement of Operations and Changes in Net Assets
Year ended December 31

3 5,860
36:273
Revenues g
Grah’rs 42,083
Donations 10.753
Expenditures g;gﬁ
Administration ‘32]
Advertising and Promotion
Pro 5,893
qrams 5 Eg
Bank Charges B‘4F5
Conferences '
Insurance 3,208
- 40,108
Frqfessmnul Fees .
Office and General 3 1.975
Excess of revenues over expenditures
[expendifures over revenues)
$ 25,657
Net assets, beginning of year g 1 975

Excess of revenues over expenditures
[expenditures over revenues) S 27,632

Net assets, end of year




What Has the BC Chapter Done in 2015:

The Congenital Heart Warriors Walk

* stended the Growing up with Heort DEecse
Confersnce at BC Chikdren’s Hospital

= Conducted presentations with local businesses and
support organizations

« Confinued o buikd o working relafionship/pariner
ship with the Children’s Heart Meteeark

= Croanized and held the 3rd Congenital Heart
Warriars Walk

Looking o the Future of the BC Chapter:

= We would love to expand events. A famiby summmer
BEQ, social events for patients, o BC Beat
Retreat Caomp as funds allorw,

= |n order to expand, we nesed more dedicated and
reliable volinteers fo gel invalved.

CANADIAN EI]HI]E A -
AT * Arecs we need help with are social media

publications, event planning, grant writing and
applications, busines and donor reguests, media
subrnissions and owareness.

= [f yvou are interested in getling involvyed and
vaolunteering, plecss contoct Julle Bord ot
BChearh@cchotorlife.cng

+ First Year [2004) we had 108 parficipants with
$3.448.15 raised —one major business donor of $1000

= Lecond Year [2015] we had 121 parficipants with
$3.075.00 ralsed-no mdjor danors

= Third vear (20148) we had 168 participants with
$3.994.00 raised —no major donors

* Suppart from local businesses & growing each year
as well o support and awareness with the
cormmmunities and its residents.




EASTERN ONTARIO CHAPTER

CCHA's Newest CHAPTER

The Eastern Ontaric Chapter was established in August 2015 in an effort to bring
opportunites for support and awarenass fo the CHD community in the Eastem Onfano
region.

Qurregion includes the areas of Ottawa, Gatineaw and Kingston. In our first year we
established the roles of Chainperson: Brynne Camphbell, Treasurer: Kat Bilan, Secretary:
Katherine Hunter, and Kingston Representative: Paula Mooneay. (Unforfunately Kat has
stepped down from the role of freasurer this year)

Qur group worked hard 1o estaliish connechions within the community,
incuding contacts at CHES, University of Ottawa Heart Institute, and the Kingston Congen-
itaClinic. We also signed up for the Ottawa Roce weekend which took ploce in May 2014.
We also held an open house in October which was adverfised af the local hospitals that
was successful in getting the word out about our presence.

We hove worked on estaklishing the chapter, and growing with new members {o
make sure we are 4 strong group that can contmbute to the mission of CCHA.,

LONDON CHAPTER

2015 was a full year for the London Chapter as continued to grow and expand.

In January, we had a meeting at liorary with a guest speaker - a cardiclogy rasident

February was very busy as we had the ‘heart campaign’ and CHD awareness. Londan
City Hall was it in red

and CHD families mef with Mayor. The chikdren saw the Mayor's office and chatted with
them and noted that his wife has CHD. He commifted fo do in again next year,

We also had a display at the hospital on CHD awareness. We ako collected DVDs for new
DVD players for echo rooms in paediatric cardiclogy clinic. We also obtained heart stuffed
animals given on behalf of cur group to cardiclogy clinics and they were donated by
Walmart.

In March, we had ancther meeting at Library and had open shanng

In Sepitember, McComnicks announced Hearfs of London/Middlesex, CCHA would be the
recipient of charity day in June 2014 with more that $40 000 expected as a donafion.

In November, we recrganized a displkay and received approximately $575 as a donation
recipient at Heliday Shep for Preschool of the Ars.

We greatly ook forward to 2014 as we anficipate some wonderful things for 'Hearts of
London’



L

The Beat Retreat 2015 =2 0g

Arnoal Beat Retreat brings ACHD patients and professionak fogether

hore than 30 CHD pafients and healthcare professional gathered on the shores of Maoira Lake
this past September for the 7ih Annual Beat Retreat,

e beat Feg

The refreat, sponscred by the COHA, s a furdfilled, four-day annual lzaming and networking E:ven’r
for adult corgenital heart disease [ACTHD) pafients. The event provides paricipants with o valuable

opporfunity fo;

1. Shore experiences with others who have a simikar heart history,

2. Connectwith an establshed peer support nehwork,

3. Porficipote in o wide range of acfivities geared to their physical abilifies,

4. Learn how fo better manage their healthcare needs and cope with the psycho-sacial challenges of CHD.

Education is a key componant of the retreal each vear. This vear's retreat included:
« an inforrmafion session on the social work resources ovailoble to ACHD pafients,
» g presentafion on healthy eafing habits for ACHD patiends,
« an open guesfion and answer sesion with healthcare professicnals, and
» g presentafion on the work-up process for heart fransplants.

Becausa ACTHD pafients offen face financial challenges because of ther health isues, the CCHA subadizes
much of the event's cost,
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