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15 Priority Neurological Conditions 

 Epilepsy 

 Multiple Sclerosis 

 Dementia 

 Injuries 

 Spinal cord injuries 

 Traumatic brain injuries 

 Neuromuscular diseases 

 Amyotrophic lateral 
sclerosis 

 Muscular dystrophy 

 Congenital disorders 

 Spina bifida 

 Hydrocephalus (adult onset 
also) 

 Cerebral palsy 

 Movement disorders 

 Tourette syndrome 

 Dystonia 

 Huntington disease 

 Parkinson’s disease 

 Brain Tumour 



Objectives 

1. To perform systematic reviews on the international 

incidence and prevalence of all of the priority 

neurological conditions identified by PHAC and the 

NHCC. 

 

2. To summarize and make recommendations as to the 

best ascertainment sources for surveillance purposes 

for each of the priority conditions. 

 

3. To develop an inventory of existing neurological 

registries in Canada and other developed countries. 



STUDY RESULTS 



Objective 1 

 To perform international systematic reviews on 

the incidence and prevalence of all of the priority 

neurological conditions identified by PHAC and 

the NHCC 

 

 



Caveats and Challenges of Providing Single Estimates 

of Incidence and Prevalence for each Conditions 

 Different years of data  

 Different world regions 

 Different settings (e.g. long term care institutions vs. community) 

 Different sources of ascertainment 

 Different diagnostic criteria 

 Different age groups included 

 Variables stratified differently from one study to the next 

 age categories often very different from one study to the next 

 Adjusted estimates vs. unadjusted estimates 

 Need for double checking (even after already reviewed by 2 

investigators) – still ongoing for a few conditions 

 Overwhelming amount of data for some of the conditions 

 

 



Objective 1: Systematic Reviews of Incidence and Prevalence 

Condition Total # 
Abstracts 

# Abstracts 
Selected Full Text 

Review 

# Articles 
Included 

ALS (Motor Neuron Disease) 1,909 108 28 

Brain Tumors 10,263 241 54 

Cerebral Palsy 1,521 91 56 

Dementia 16,066 707 177 

Dystonia 724 49 16 

Epilepsy 13,252 442 202 

Huntington’s Disease 485 82 20 

Hydrocephalus 1289 137 48 

Multiple Sclerosis 3,933 491 182 

Muscular Dystrophy 1,104 167 31 

Parkinson’s Disease 4,219 219 134 

Spina Bifida 3,336 742 170 

Spinal Cord Injury 2,717 202 42 

Tourette Syndrome 746 53 31 

Traumatic Brain Injury 3,602 167 69 

TOTAL 65,655 3,898 1,260 



Epilepsy 



Epilepsy Prevalence  0.5 to 0.9% 



Epilepsy Incidence 

49 per 100,000 

person years 

Higher in developing 

countries 



Results – Canadian Epilepsy Studies 

 7 Canadian prevalence studies 

 

 Most based on self report (health surveys) – 2 using 

administrative data 

 

 Prevalence ranges from: 

5.2-6.0 per 1,000 in Canada 

No Canadian validation 

of epilepsy self-report 



Multiple Sclerosis 





Prevalence of MS in the Americas:  

studies published 1985-2011 

 31 studies with 12 from 
Canada  only 1 national 
(CCHS) 

 

 Larger circles: national or 
provincial/ state studies 

 

 Smaller circles: county or 
city studies.  

 
 Most recent studies have 

prevalence exceeding 1/500 



Canada well-studied by comparison to other regions, with 

higher prevalence 

MS Prevalence – Africa,  Asia, Australia and New Zealand  



Incidence of MS - 

the Americas 

 Far fewer incidence 

studies than prevalence 

studies 

 

 Most conducted in 

Canada 

 

 Most regions 

understudied with respect 

to incidence & prevalence 



Dementia 



Dementias (n=178 studies) 
Dementia 

Type 
(Unadjusted) 

Number of 
Studies Overall 
(Incl. in M-A) 

[Total] 

Studies 
Included in 

Analyses 

Pooled Prevalence 
per 1000 (95% CI)  

[Range of 
Estimates] 

Studies 
Included in 

Analyses 
 

Pooled Incidence 
per 1000 (95% CI) 

 [Range of 
Estimates] 

Dementia 109 
[123] 

78 69.4 (53.9-89.3) 
[0.9 – 676.8] 

7 86.5 (56.4-132.6) 
[8.7 – 232.0]  

Alzheimer’s 
Disease 

75 
[86] 

35 46.0 (32.9-64.3) 
[3.8 – 352.0] 

6 54.4 (23.1-128.3) 
[12.3 – 126.1] 

Vascular 
Dementia 

53 
[62] 

27 18.4 (11.6-29.0) 
[2.5 – 294.34] 

4 33.6 (14.6-77.5) 
[14.4 – 95.0] 

Frontotem-
poral 

Dementia 

 
[14] 

 
--- 

 
[0.3 – 31.04] --- --- 

Dementia 
with Lewy 

Bodies 

 
[10] 

 
--- 

 
[0.6 – 49.92] --- --- 



Dementia Prevalence 

>67% in institutions 

~6% in the community 

Study

Pooled Totals

Heterogeneity: I−squared=99.8%, Q=6526, df=14, p<0.0001

Community              

Community & Institution

Institution            

Pooled Totals

Pooled Totals

Pooled Totals

Heterogeneity: I−squared=93.4%, Q=137.3, df=9, p<0.0001

Heterogeneity: I−squared=99.7%, Q=592.7, df=2, p<0.0001

Heterogeneity: I−squared=0.4%, Q=1, df=1, p=0.3164

Molero (2007) 55+

Fish (2008) 65−85

Gureje (2006) 65+

Jhoo (2008) 65+

Llibre−Rodriguez (2008) 65+

Llibre−Rodriguez (2008) 65+

Llibre−Rodriguez (2008) 65+

Suh (2002) 65−94

Kim (2003) 65+

Canadian Study of Health and Aging Working Group (1994) 65+

Sahadevan (2008) 50+

Di Carlo (2000) 65−98

Canadian Study of Health and Aging Working Group (1994) 65+

Matthews (2002) 65+

Canadian Study of Health and Aging Working Group (1994) 65+

Prevalence

 72.12

 57.97

 38.17

573.23

      

      

      

 74.20

 52.00

101.00

 62.00

 63.00

 42.00

 26.00

 71.36

 74.48

 42.00

 12.60

 55.00

 80.00

617.00

568.98

95% CI

 [ 36.84; 141.21]

 [ 46.11;  72.88]

 [ 12.68; 114.90]

 [547.53; 600.13]

 [ 64.44;  85.44]

 [ 42.46;  63.69]

 [ 86.22; 118.31]

 [ 46.27;  83.08]

 [ 50.77;  78.18]

 [ 33.78;  52.21]

 [ 17.58;  38.45]

 [ 57.29;  88.88]

 [ 60.48;  91.72]

 [ 38.13;  46.25]

 [ 10.97;  14.47]

 [ 47.51;  63.68]

 [ 75.64;  84.61]

 [530.43; 717.70]

 [542.52; 596.73]

0 100 200 300 400 500 600

Adjusted Prevalence of Dementia per 1,000(Adjusted studies only) 



Alzheimer’s Disease Prevalence 
Study

Pooled Totals

Heterogeneity: I−squared=99.8%, Q=5034, df=9, p<0.0001

Community              

Community & Institution

Institution            

Pooled Totals

Pooled Totals

Pooled Totals

Heterogeneity: I−squared=91.6%, Q=59.8, df=5, p<0.0001

Heterogeneity: I−squared=99.9%, Q=1438, df=2, p<0.0001

Heterogeneity: I−squared=NaN%, Q=0, df=0, p=1

Molero (2007) 55+

Fish (2008) 65−84

Jhoo (2008) 65+

Lee (2002) 65+

Suh (2002) 65−94

Canadian Study of Health and Aging Working Group (1994) 65+

Sahadevan (2008) 50+

Zhen−Xin (2005) 55+

Canadian Study of Health and Aging Working Group (1994) 65+

Canadian Study of Health and Aging Working Group (1994) 65+

Prevalence

 30.69

 34.87

 10.52

366.92

      

      

      

 36.70

 14.00

 48.00

 60.00

 43.39

 27.00

  6.50

  3.50

 51.00

366.92

95% CI

 [ 10.97;  85.90]

 [ 25.00;  48.63]

 [  1.52;  72.60]

 [341.64; 394.08]

 [ 29.95;  44.97]

 [  9.66;  20.29]

 [ 33.94;  67.88]

 [ 45.96;  78.33]

 [ 32.61;  57.75]

 [ 24.00;  30.37]

 [  5.32;   7.94]

 [  3.07;   3.99]

 [ 47.56;  54.69]

 [341.64; 394.08]

0 100 200 300 400 500

Adjusted Prevalence of AD per 1,000

~4% in the community 

~37% in institutions 

(Adjusted studies only) 



Vascular Dementia Prevalence 
Study

Pooled Totals

Heterogeneity: I−squared=99.4%, Q=1505.1, df=9, p<0.0001

Community              

Community & Institution

Institution            

Pooled Totals

Pooled Totals

Pooled Totals

Heterogeneity: I−squared=89.6%, Q=48.2, df=5, p<0.0001

Heterogeneity: I−squared=99.6%, Q=501.1, df=2, p<0.0001

Heterogeneity: I−squared=NaN%, Q=0, df=0, p=1

Molero (2007) 55+

Fish (2008) 65−90

Jhoo (2008) 65+

Lee (2002) 65+

Suh (2002) 65−94

Canadian Study of Health and Aging Working Group (1994) 65+

Sahadevan (2008) 50+

Zhen−Xin (2005) 55+

Canadian Study of Health and Aging Working Group (1994) 65+

Canadian Study of Health and Aging Working Group (1994) 65+

Prevalence

 12.66

 14.65

  4.52

115.01

      

      

      

 18.70

 14.00

 10.00

 22.00

 25.07

  7.00

  5.60

  1.10

 15.00

115.01

95% CI

 [ 4.76;  33.63]

 [ 9.03;  23.78]

 [ 0.89;  22.88]

 [97.90; 135.12]

 [14.08;  24.83]

 [ 9.90;  19.80]

 [ 4.20;  23.80]

 [10.37;  46.67]

 [17.15;  36.65]

 [ 5.57;   8.80]

 [ 4.49;   6.98]

 [ 0.92;   1.32]

 [13.09;  17.19]

 [97.90; 135.12]

0 50 100 150 200 250 300 350

Adjusted Prevalence of VaD per 1,000

~12% in institution 

~2% in the community 

(Adjusted studies only) 



Lewy Body Dementia 

 Relatively few studies available 

 No Canadian data 

 

 Incidence  

 1.1 - 1.4 per 1000 person-years among those 65+ in the 
community 

 

 Prevalence  

 More variable but among studies focusing on those 60-65+ in 
the community, the reported rate is between 0.27 and 5.3 per 
1000  



Frontotemporal Dementia 

 Relatively few studies available 

 No Canadian data 

 

 Affects relatively younger individuals and more variability in 
diagnostic criteria (i.e., determining whether it is present) 

 

 Incidence:  0.04 - 1.1 per 1000 person-years (higher rates in 
institutions) among those 30 and up 

 

 Prevalence:  0.7 - 2.6 per 1000 among those 65+ in the 
community 

 



Canadian Studies of Dementia 

• 10 Canadian Studies 

– 7 included in meta-analysis 

– 7 studies using Canadian Study of Health & Aging data 

(5 included in meta-analysis) 

 

• 8 for Canada overall (CSHA and CCHS), 2 for Manitoba 

 

• Prevalence ranging from 38 to 215 per 1000 persons 

 

• Incidence ranging from 3.4 to 25.3 per 1000 persons 



Spinal Cord Injury 



Average Annual Incidence of SCI per 

100,000 people 

Higher AAI 

in North 

America 



Average Annual Incidence of SCI per 

100,000 – Canadian Studies 

AAI in Canada (33.8) slightly higher than 

overall AAI internationally (28.3) 



Average Annual Incidence of SCI per 

100,000 by Sex 

Higher AAI 

in Males 



Spinal Cord Injury Average Annual 

Incidence per 100,000 Based on Inclusion 

of Pre-Hospital Mortality Cases or Not 

0

10

20

30

40

50

60

Includes pre-
hospital

mortality

Not specified Excludes pre-
hospital

mortality

N=3 

N=20 
N=7 

N = number of studies 

**there is an urgent need for prevalence studies of SCI nationally and internationally 



Traumatic Brain Injuries 



Results Prevalence TBI 

 Only 2 prevalence studies 

 Australia and USA 

 Both report on all severities of TBI 

 1999-2005 

 Prevalence  

 Australia:   1 per 100  

 USA: 0.02 per 1000 

 

 Lifetime prevalence (Australia):  5.7 per 100 

 

 Prevalence of TBI is higher in males than in females  

 



Results Incidence TBI 



Traumatic Brain Injury Canadian Data 

 4 Canadian TBI studies (all incidence) 

 2 focused on mild TBI (ON and national) 

 1 looked at severe TBI (regional) 

 1 looked at all types of TBI (national) 

 

 Incidence highest in youngest and oldest age groups 

 

 Incidence higher in males than females 

 

 Overall incidence estimates ranged from 10.3 to 810 per 

100,000 (e.g. year 2000) 



Amyotrophic Lateral Sclerosis  



Prevalence ALS per 100,000 people 



Average Annual Incidence ALS per 100,000 people 



Canadian Data Motor Neuron Disease 

 2 Canadian studies  

 One on MND in Alberta (excluded as not ALS 

specific) 

 One of ALS in Nova Scotia 

 

 Annual age-adjusted incidence of ALS in Nova Scotia: 

 2.13 per 100,000 people between 2003-2004 

 

 Future research needed to estimate burden of ALS in 

Canada 



Muscular Dystrophy 



Overall Prevalence Estimates for 

Muscular Dystrophy per 100,000 people 

Muscular dystrophy type Overall Prevalence 

Estimate (95% CI) 
Childhood Prevalence 

Estimate (95% CI) 
Duchenne  4.2 (1.8-10.0) - 

Facioscapulohumeral 4.0 (2.9-5.4) 0.3 (0.0-3.0) 
Type 1 myotonic 8.3 (5.0-13.7) 1.4 (0.1-17.9) 

Limb girdle 1.6 (0.9-2.8) 0.5 (0.2-1.3) 
Emery-Dreifuss 0.4 (0.1-1.3) 0.2 (0.1-0.7) 

Congenital 1.0 (0.6-1.6) 0.8 (0.6-1.5) 
Overall 20.9 (16.7-26.2) - 

Childhood Prevalence 

Estimate in Boys 

(95% CI) 
Duchenne - 12.6 (9.0-17.5) 

Becker - 1.4 (0.8-2.5) 



Prevalence of Duchenne Muscular 

Dystrophy per 100,000 males 

Higher prevalence in children 



Prevalence of Myotonic Dystrophy per  

100,000 people 

Higher prevalence in adults 



Spina Bifida 



Birth Prevalence of Spina Bifida per 10,000 

Pregnancies Prior to Folic Acid Fortification 

8.19 per 10,000 



Birth Prevalence of Spina Bifida per 10,000 

Births After Folic Acid Fortification 

5.66 per 10,000 



Hydrocephalus 



Incidence of Hydrocephalus in Infants 

per 100,000 per year 



Prevalence of Hydrocephalus, Infants 

and Children per 100,000 
Study

Pooled Totals

I−squared=97.6%, Q=206.3, df=5, p<0.0001

Door to Door Survey         

Hospital/clinic chart review

Pooled Totals

Pooled Totals

I−squared=NaN%, Q=0, df=0, p=1

I−squared=97.9%, Q=191.8, df=4, p<0.0001

Al Salloum, 2011

Fernell, 1998 

Hadzagic, 2008

Abdullah, 2001

Movafagh, 2008

Zou, 2008

Cases

687

 14

673

 14

 75

 34

285

 21

258

Sample

939646

 45682

893964

 45682

135710

 16520

537735

 33380

170619

0 100 200 300

Prevalence

 75.97

 30.65

 89.40

      

      

 30.65

 55.26

205.81

 53.00

 62.91

151.21

95% C.I.

 [ 44.07; 130.95]

 [ 18.15;  51.74]

 [ 49.90; 160.17]

 [ 16.76;  51.41]

 [ 43.47;  69.27]

 [142.57; 287.48]

 [ 47.03;  59.52]

 [ 38.95;  96.15]

 [133.34; 170.82]



Prevalence of Hydrocephalus, Elderly 

per 100,000 

Study

Pooled Totals

I−squared=0%, Q=0.8, df=2, p=0.6654

Hiraoka, 2008

Iseki, 2009

Tanaka, 2009

Cases

16

 5

 4

 7

Sample

6865

2516

1142

3207

0 100 200 300 400 500

Prevalence

238.60

198.73

350.26

218.27

95% C.I.

 [146.26; 389.24]

 [ 64.56; 463.15]

 [ 95.51; 894.36]

 [ 87.80; 449.20]



Tic Disorders 





Prevalence of Tourette Syndrome in 

Children: School Based Studies ~1% 



Prevalence of Transient Tic Disorder in 

Children: School Based Studies  ~3% 



Prevalence (and Incidence) of Tic Disorders 

 All studies in children show males more affected than females 

 

 Higher prevalence of tic disorders in special education 
populations  

 

 Prevalence in adult populations 

 Tourette Syndrome: 5 per 10,000 in military recruits (compulsory 
exam on admittance) 

 All tic disorders: 42 per 10,000 in adults 50-89 (population based 
random sample) 

 

 Only 1 study of incidence  Incidence studies needed 
 

 



Dystonia 



Movement Disorder 2012 



Prevalence of Primary Dystonia per 

100,000 people 

Study

Pooled Totals

I−squared=96.4%, Q=110.8, df=4, p<0.0001

Asgeirsson, 2006

Konkiewitz, 2002

ESDE, 2000

Matsumoto, 2003

Sugawara, 2006

Cases

1498

 107

 188

 879

 147

 177

Sample

10030118

  288201

 1322883

 5792937

 1459130

 1166967

0 10 20 30 40 50 60

Prevalence of Primary Dystonia per 100,000 People

Prevalence

16.4

37.1

14.2

15.2

10.1

15.2

95% C.I.

 [12.1; 22.3]

 [30.4; 44.9]

 [12.3; 16.4]

 [14.2; 16.2]

 [ 8.5; 11.8]

 [13.0; 17.6]



Prevalence of Focal and Segmental 

Dystonia per 100,000 people 

Study

Pooled Totals

I−squared=95.6%, Q=157.8, df=7, p<0.0001

Asgeirsson, 2006

ESDE, 2000

Konkiewitz, 2002

Le, 2003

Matsumoto, 2003

Papantonio, 2009

Pekmezovic

Sugawara, 2006

Cases

1807

  99

 860

 173

 129

 145

  69

 163

 169

Sample

12682723

  288201

 5792937

 1322883

  508726

 1459130

  541653

 1602226

 1166967

0 10 20 30 40 50 60

Prevalence of Focal and Segmental Dystonia per 100,000 People

Prevalence

15.4

34.4

14.8

13.1

25.4

 9.9

12.7

10.2

14.5

95% C.I.

 [12.1; 19.5]

 [27.9; 41.8]

 [13.9; 15.9]

 [11.2; 15.2]

 [21.2; 30.1]

 [ 8.4; 11.7]

 [ 9.9; 16.1]

 [ 8.7; 11.9]

 [12.4; 16.8]



Prevalence of Cervical Dystonia per 

100,000 people 

Study

Pooled Totals

I−squared=93.1%, Q=115.2, df=8, p<0.0001

Asgeirsson, 2006

ESDE, 2000

Fukuda, 2006

Konkiewitz, 2002

Le,2003

Matsumoto, 2003

Papantonio, 2009

Pekmezovic, 2003

Sugawara, 2006

Cases

669

 33

330

  5

 72

 66

 34

 24

 72

 33

Sample

12930696

  288201

 5792937

  247973

 1322883

  508726

 1459130

  541653

 1602226

 1166967

0 5 10 15

Prevalence of Cervical Dystonia per 100,000 People

Prevalence

 5.0

11.5

 5.7

 2.0

 5.4

13.0

 2.3

 4.4

 4.5

 2.8

95% C.I.

 [ 3.6;  6.9]

 [ 7.9; 16.1]

 [ 5.1;  6.3]

 [ 0.7;  4.7]

 [ 4.3;  6.9]

 [10.0; 16.5]

 [ 1.6;  3.3]

 [ 2.8;  6.6]

 [ 3.5;  5.7]

 [ 1.9;  4.0]



Results of Dystonia Incidence/Prevalence 

Systematic Review 

 Higher estimates with population based studies 
compared to service-based studies 
 

 No difference in prevalence between men and women 
 

 Prevalence increases with age 
 

 Only 1 incidence study 
 

 No Canadian dystonia studies 



Huntington Disease 



Movement Disorders, 2012 



Prevalence of Huntington Disease  

per 100,000 



Incidence of Huntington Disease  

per 100,000 per year 



Parkinson’s Disease 



Prevalence of Parkinson’s Disease per 

100,000 people 

Age Group

40−49 years

50−59 years

55−64 years

60−69 years

65−74 years

70−79 years

80+ years

No. Studies

 Combined

5

13

4

15

5

20

24

Total Sample

21376

399940

26395

276995

22300

153969

51584

0 500 1000 1500 2000 2500

Pooled Prevalence of PD per 100,000

Prevalence

  40.51

 106.67

 172.68

 428.48

 425.36

1086.54

1902.98

95%−CI

 [  20.26;   81.00]

 [  53.88;  211.18]

 [  87.82;  339.54]

 [ 235.45;  779.75]

 [ 192.67;  939.06]

 [ 626.96; 1883.02]

 [1132.23; 3198.41]

I2

0

85.4

74

95

89.3

97.4

95.9

Significant increase in prevalence with age 



Brain Tumour 



Canadian Brain Tumour Studies 

 7 Canadian incidence studies 

 AB, SK, MB, ON 

 Mostly of tumour subtypes 

 

 Overall incidence in children (all brain tumours) 

 3-4 per 100,000 person per year 

 

 Overall incidence in all age groups (all brain tumours) 

 11.1 per 100,000 person per year 



Cerebral Palsy 





Overall Prevalence of CP 

2.11 per 1,000 live births 

 

Overall prevalence has 

remained relatively stable 

over the past 15 years 

 

No differences in 

prevalence for studies 

using administrative data 

vs. birth cohorts 

 

  



Prevalence of Cerebral Palsy  

per 1,000 Live Births 
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Objective 2 

 To summarize ascertainment sources for surveillance 

purposes for each of the priority conditions 

 

1. Systematic Review of Validated Administrative Data Based Case 

Definition for Neurological Conditions 

 

2. Summary of Ascertainment Sources from all of the Systematic 

Reviews of Incidence and Prevalence of each Conditions 

 







Systematic Review of Validated Case Definitions 

Condition # 
Studies 

# Validations Sensitivity Specificity Positive 
Predictive 

Value 

Negative 
Predictive 

Value 

Alzheimer’s disease 
and dementia 

8 21 8-86.5 56.3-100 60-97.9 68.0-98.9 

Brain Tumors 2 4 54.0-100 97.0-99.0 91.0-98.0 None Reported 

Epilepsy 4 13 98.8 69.6 62.0-100 89.5-99.1 

Motor Neuron Disease 
(ALS) 

4 6 78.9-93.0 99.0-99.9 38.0-90.0 99 

Multiple Sclerosis  2 7 85-92.4 55.9-92.6 74.5-92.7 70.8-91.9 

Parkinson’s Disease 4 16 18.7-100 0-99.9 38.6-81.0 46.0 

Spinal Cord Injury 3 19 0.9-90.6 31.9-100 27.3-100 None Reported 

Traumatic Brain Injury 3 8 45.9-78.0 97.8 23.7-98.0 99.2 

• Data available for only 8 of 15 conditions 

• Significant gaps identified (especially for ICD-10 coded databases) 

• Excellent coding accuracy in general for epilepsy, motor neuron disease (incl. 

ALS) and multiple sclerosis   

• Accuracy for Alzheimer’s disease and other dementias, Parkinson’s disease, spinal 

cord injury and traumatic brain injury were more varied and at times less accurate 



Objective 2 

 To summarize ascertainment sources for surveillance 

purposes for each of the priority conditions 

 

1. Systematic Review of Validated Administrative Data Based Case 

Definition for Neurological Conditions 

 

2. Summary of Ascertainment Sources from all of the Systematic 

Reviews of Incidence and Prevalence of each Conditions 

 



Sources of ascertainment used in Alzheimer’s 

disease incidence/prevalence studies 
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CONDITION MOST COMMON SOURCES OF ASCERTAINEMENT 

Alzheimer’s disease and other 

dementia 

Door to door surveys, registry, “other”, administrative databases 

Amyotrophic lateral sclerosis Administrative data, hospital/clinic chart review, other, registry 

Brain tumour Registry, hospital/clinic chart review, administrative databases 

Cerebral palsy Prospective birth cohorts, administrative databases 

Dystonia Multiple sources, surveys, hospital/clinic chart review 

Epilepsy Door to door survey, “other”, hospital/clinic chart review 

Huntington disease Multiple sources, administrative databases, hospital/clinic chart review 

Hydrocephalus Hospital/clinic chart review, registry, other 

Multiple sclerosis “Other”, Hospital/clinic chart review,  and administrative data 

Muscular dystrophy Hospital/clinic chart review, “other”, mailed survey, registry 

Parkinson’s disease Door to door survey, multiple sources, hospital/clinic chart review 

Spina bifida Registry, hospital/clinic chart review, administrative databases 

Spinal cord injury Administrative databases, registry, “other” 

Tourette syndrome Schools, hospital/clinic chart review, mailed survey 

Traumatic brain injury “other”, administrative databases, registry, hospital/clinic chart review 



Objective 3: To develop an inventory of existing neurological 

registries in Canada and other developed countries 

 



Summary of International and National 

Neurological Registries that Document Incidence 

and/or Prevalence Data 



CONDITION CDN NAME OF REGISTRY 

Alzheimer + other dementia No CJD only (PHAC); Coming soon: CPCSSN 

Amyotrophic lateral sclerosis No Canadian Neuromuscular Disease Registry (coming soon) 

Brain tumour Yes Cancer surveillance programs (nationally and provincially) 

Cerebral palsy Yes Canadian Multi-Regional Cerebral Palsy Registry (+ PQ registry) 

Dystonia No - 

Epilepsy No Coming soon:  CPCSSN 

Huntington disease No - 

Hydrocephalus Yes As part of congenital anomaly registries (nationally and provincially) 

Multiple sclerosis Yes Dalhousie U.  

Muscular dystrophy No - 

Parkinson’s disease No Coming soon:  CPCSSN 

Spina bifida Yes Congenital disease surveillance programs (nationally and provincially) 

Spinal cord injury Yes Rick Hansen Spinal Cord Injury Registry (national) – coming soon!  

Vertebase – Vancouver General Hospital Spinal Database 

Tourette syndrome Yes TIC Database- global registry based in Canada but no 

incidence/prevalence data provided 

Traumatic brain injury No - 



Objective 4 

 To make recommendations regarding the best sources of 

ascertainment for neurological disease surveillance 

 



 
For recommendations, 

see technical report 

for PHAC and the 

NHCC – April 2013 



Thank you for your attention 

 This study was part of the National Population Study of 
Neurological Conditions.  We wish to acknowledge the 
membership of Neurological Health Charities of Canada and the 
Public Health Agency of Canada for their contribution to the 
success of this initiative. 

 

 Funding for this study was largely provided by the Public Health 
Agency of Canada.  The opinions expressed in this publication are 
those of the authors/researchers, and do not necessarily reflect 
the official views of the Public Health Agency of Canada. 

 

 N. Jette holds a Canada Research Chair in Neurological Health 
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