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“The genomic health divide must be
kept in check and ultimately
bridged through equitable
economic investment, clinical
research, and provision and use of
genomic services and technologies
globally”

http://www.who.int/genomics/hea
lthdivide/en/



http://www.who.int/genomics/healthdivide/en/

THE PROBLEM

Data from persons who
identify as Indigenous
are starkly absent from
reference databases
used for genomic
diagnosis.

Therefore access to
precision diagnosis Is
imited- increasing health
disparity




« With Indigenous partners (Nationally,

('ﬂ“"“unifye : .
ogoo reglo_nally and on a community level)
%, we will:
& S
-§ e build a strong governance model for
-g genomics research;
"ft:) - e plan together, the necessary steps for
% og development of an Indigenous
O ) Background Variant Library (IBVL);

» offer genomic diagnosis to
Indigenous Children across Canada;

Iveness of the

THE SUSTAINABLE
SOLUTION
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Chart of Project Timeline

Del:
Community
Education
Tools

Gathering
Ceremony

Security System
for IBVL
complete

Focus Groups
& Interviews

Ongoing Deliverable: Indigenous Student and Community Research Capacity Building

Ongoing Deliverable: Precise Diagnosis for Suspected Genetic Diseases

Expanded IBVL for
use beyond Silent
Genomes

Economic Decision
Models Complete

Integration of

Governance Guidelines and
el
place effectiveness g

agencies and

Analysis and .
practice

Clinical Validation

Del: On-going referrals
Canadian Del: International of Indigenous
Guidelines Best Practices =% children and adults

for clinical

genomics diagnosis
Transfer of

samples for
IBVL and
sequencin

Completed
process for On-going research
use of IBVL —> for Alliance
communities

Ongoing




1. Policy 2. Community

Framework: educational tools,
Guidelines training and capacity
Best Practices building

3. Indigenous 4. Precision
Background Diagnosis and Cost

Variant Library effectiveness

evaluation

DELIVERABLES



Assembly of First Nations Support

First Canadian Summer internship for
INdigenous Peoples in Genomics (SING
Workshop) enabled by LifeLalbs

rship program to Silent Genomes




We will take a guantum step forward to address the “genomic
divide” through reducing barriers to access in both the diagnosis

of genetic diseases and the research that drives it for Indigenous
Canadians

1. Indigenous led Governance will be the model for
Canadian Guidelines and International Best Practices

2. Genomic Education Tools for Communities

3. Genomics Capacity Building for Indigenous Students

4. The platform for a sustainable IBVL will be in place with

room to grow to provide precision diagnosis for children,
their families and communities



In 2015 Canada signed on to the United Nations Declaration of the Rights
of Indigenous Peoples confirming Indigenous Canadians:

(Article 24)‘have the right to access, without any discrimination, to all social
and health services’;

(Article 4) ‘have the right to self determination’.

Indigenous persons deserve to have their genetic disease
diagnosed and managed-And they have the right to guide
the process

Silent Genomes has the potential to lead the world by
example in developing Indigenous led policy on Genomic
research to be integrated into on-going health care.

We are uniguely qualified to bridge the ‘Genomic Divide’ for
Indigenous Canadians by improving access to genomics
diagnosis.



EXTRA SLIDES




Activity 1.1: Gathering Ceremony & Project launch

with FN and Inuit Elders and Knowledge Keepers
Dialogue to establish governance and to

guide policy development and capacity building AEL) ot Iy S o

Development of culturally-appropriate and community-specific .Deliverable:
Activity 1.2: Engagement with Alliance communities ' education aids '“d't‘ée"m‘s F‘?t‘-“se"
Face-to-face meeting to establish process ommunity
: P Engagement .. . . ) o Education Tools and
for research and engagement Activity 1.5.2: Research, clinical, academic capacity building Student Genomics
SING: Summer internship with Indigenous Peoples in Genomics Training

Activity 1.3: Engagement with non-Alliance

communities
Face-to-face meeting to establish process for

research and engagement

IMNPN: Indigenous Mentorship Network of the Pacific Northwest

ACTIVITY 1. ENGAGEMENT AND

CAPACITY BUILDING



Governance (Oversight)
of Silent Genomes project

Application of FN, Inuit and Métis .
health research principles Deliverable —

Survey of '
rivacy (individual . . Model Policy
P co\r,n(munity) / Intellectual fundin R
consequences property to establish gaps 1) Guidelines applicable
of WGS In plr:ocessles and to Canadian context
. _ . - policy relevant 2) Best Practices
data ownershl.p and biobanking to Indigenous from international
stewardship genomics indigenous

research perspective

approaches to post-research
safe access to IBVL obligations
for clinical diagnosis to community

ACTIVITY 1: POLICY



Activity 2.1 Activity 2.2 Activity 2.3
q?“ —_— - Proband referred R WGS ... bVAL(IjDATL?;'gS
o : : ased on
Natmnal Clinical Network sites by local specialist : i i b
|| N Sanger Sequencing
: Level 1 Analyses © :  PCR-followed by Sanger
\% ELIGIBILITY REVIEW - - . Y
sz Eﬁ N\ . Indigenous : CurrentStandard g -
LR attison ildren’s Hea 3 F ; . :
B Chitdnane ~ CE‘E;:.ES 20 Sn Suspected monogenic disease R VES [BYL i : DIAGNOSIS
& Women's = Children’s ' N .
”"SF" - H:Esnln'jﬁaluf : <25% 25-50% . | | Diagnostic report
a0 - VES : 5 : . Genetic counselling
Hnsplt.al e : . _ ] Incidental findings
Children  Justine : CandidateVariant @ Access to care
= — CONSENT : e ! | | : ‘
Hospital  Children's Children's . ' :

(IBVL assessment)

Hospital Hospital

Genetic Counselling

Informed Consent : YES.
' NO

Phenomics Level 2 Analyses t:Ii:Efne :
CLINICAL DATA INTEGRATION innovative GENgEI}:ENO
PhenoTips NO IBVL YES IBVL
Clinical  (DNA, MRl etc) - >25% >50% : d'*lDMM. }
Biochemical (Metabolic data) MOdE! Organisms
Pedigree (3 generations) YES UDPS.
NO novel (other patients)

Partner with o

SAMPLE COLLECTION ... .. SOLVE-RD

DNA (blood/saliva)
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ACTIVITY 3: IBVL DEVELOPMENT a4
Discussion underway with FN arm of

Canadian alliance for healthy hearts and

minds




Figure 4.2 Decision model examining
cost-effectiveness of WGS and the IBVL
versus standard care

Figure 4.3 Long term decision model
examining cost-effectiveness of WGS
and the IBVL versus standard care
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ACTIVITY 4: ECONOMIC ASSESSMENT




FLAMHED PLARMED FRTTTLR Fpa——

e L ok L
o | @ | @ | v | 18 | am

Actwily 1: MOKSENOUS COMBUNTIES ENGAGEMENT, GOVERNANCE, AND CAPADITY BUILDNG |

Activiny 1.0 Seherieg Senemong | Bropeol euanch il -algl ]

Acthity 1.2 Community Rngegees i for Actfly 3 pr——

m"-’;‘iﬂ HTI':;T;‘I“I'.E Erpegrmam I:IIIQEI

Aty 1.4 Model Py ) LT ‘: ‘

R 14 Capaclly bullling Kei commiunillie id Fdigasous Theilig Mogem el

&ctivity 2: PRECESION DIAGHOSES OF INDISENCOUS CHILDRENR WITH GENETIC DISOROERS |

mﬂ‘.‘l mmm“mmﬂm D=

mﬂ ﬂfﬂmhiﬁw flllfl?lﬁél'l-l-.-

Aty 3.3 Vabdation of the WGS-derhed Dmgnosis ousecn

Bictreity 5 BUILDING AN IRHGENOUS BACHGROUMD VARIANT LIBRARY (EvL) |

mﬂ-«.l (=T FIE T TR a5eEM1d

Activity 1.2 Sampie Proceaing Congring

Activity 1.0 Whale Genomes Sequencing [Wa35) DARIne

Activity 34 Buta Anatyss aeTia | W

Bcireity 4 ECONDMICS OF GEMOMIC DLAGAMNOSES IN INDIGENOUS POPULATIONS | |

Acthyry 4.1 Docpmeati g Somrmmunity 5o indevkiuel Scospisbiim J1eqd "

Acthoty 42 Estmating i Cosl-uHectveress S ‘

Propci Management

By o cT ansagerie 1&.'1.'}:&1&' s ‘ I i l -

-H-n Cmgring -G-pltt Reacerate '* Milestone A Annual Reperts

Bilestans 1- Act 1.1- Gathafing ceremony [(Cd) Mileslong §- Al 3.4: Validation of Clnical dagnoss samaies with IBYL (Q15)

Bileston:s 2 ACk 1 4 Sovemances process in plece (39) Mil=sionz T- Acl 1.4: Complste development of process Tor use of |BVL beyond Slenl Geromes (OH15)
hldnione #h Guiceires JCanadian) (G112 Milsiong §— A0 4 1 — Focus groups. and guakialive iniercdews and analyses complaied (8}
Bfdestons 2 Hes| Prachces {|intesnatonal] (G114} Milesions 8- Act 4.1 = Prafeamence-based snabyses completed {012}

Bliesione 3: &ck 3 1- Securnty sysberm complsisd for BEVL (CE] FilEsiocne 10 = Aot 4.2 = Char reveew and associoied analyses competed (Q8)

Bldeeione 4- Act 3 Segin sample Tanster of axisling samples for IBYL (O Milegione 11- A0 4 3 — Deciice modsl 1 oompleted (Q91)

Bldesaans 5- Aol 34 Dla sreshvsis for IBVL (G153 Mikesione 12-A 4 F — Diecision madsl 2 cambéebed 18155




	Silent Genomes: 
	Slide Number 2
	Slide Number 3
	The Problem
	The Sustainable Solution 
	Slide Number 6
	Slide Number 7
	Slide Number 8
	Slide Number 9
	Slide Number 10
	 Deliverables
	UPDATES
	Benefits
	Slide Number 14
	EXTRA SLIDES
	Activity 1: Engagement and Capacity Building 
	Activity 1: Policy
	Activity 2: Diagnosis
	Activity 3: IBVL development �Discussion underway with FN arm of Canadian alliance for healthy hearts and minds
	Activity 4: Economic assessment  
	Slide Number 21

