Sue Faber — Brief
House of Commons Standing Committee of Health
Study into the Federal Lyme Framework, June 6, 2017

Biography:

39 year old married mother of 3 living in Burlington, Ontario. BScN degree with nursing
experience in ER and community case management (CCAC). Diagnosed in Canada with chronic
Lyme and positive by Canada’s two tier serology after 15 years seeking answers for multiple
medical issues including profound fatigue, choking, migratory pain, chronic cough and
shortness of breath, palpitations and transient tachycardia, memory issues, neurological
symptoms to name a few. | believe my children may have contracted this illness through
pregnancy as they have all been sick since birth. My experience with Lyme has compelled me
to step into an advocacy role with the combined perspective of RN and patient.

Jennifer Kravis and | are co-authors of the Ticking Lyme Bomb Petition on change.org:
http://bit.ly/2IfBuNL and the Lyme Letters Campaign outlined on www.lymehope.ca.

Recommendations and Request for Meetings:

Jennifer and | still look forward to the opportunity for a meeting with Federal Minister of
Health Jane Philpott so we can deliver on our promise to the thousands of Canadians — men,
women and children who have shared their heartbreaking stories, their letters of support of
loved ones and sent them to us with the understanding they would be hand delivered by us to
the Minister. To date we have collected over 2500 letters. It is my understanding that several
MP’s and Senators have called or written Minister Philpott’s office, in one case hand-delivering
a letter - requesting that she meet with us and | also have reached out to her office staff several
times over the past several months with the same request for a face to face meeting. Jennifer
and | made the trip twice to Ottawa in April and May 2017 with Hopes of meeting specifically
with Minister Philpott. Attached is a letter of support written on our behalf by Conservative MP
Kevin Waugh.

Jennifer and | also look forward to the opportunity to meet with Dr. Theresa Tam, Interim
Chief Public Health Officer at Public Health Agency of Canada to further discuss our concerns of
congenital/transplacental transmission and collaboratively review and discuss the available
body of science and literature with her so as to move forward in a collaborative, open
partnership with PHAC including inclusion of congenital transmission as one of the research
priorities and the inclusion of the patient/advocate voice, expertise, strategies and ideas.

We also look forward to engaging in dialogue and collaboration specifically with regards to
congenital transmission with the Canadian Pediatric Society, Neonatal-Perinatal Medicine



Section of CPS, Society of Obstetricians and Gynaecologists of Canada (SOGC), the Canadian
Association of Midwives. We appreciate that after our meeting with Dr. Howard Njoo —
Deputy Chief Public Health Officer at PHAC - he agreed to reach out to these groups to
introduce Jennifer and myself as patient advocates and facilitate the arrangement of these
meetings. We would respectfully request that the College of Family Physicians of Canada also
be added to this list as frontline practitioners.

It was Health and Welfare Canada which wrote 29 years ago in an 1988 document — attached to
this brief — that ‘transplacental transmission has been documented.” It is my understanding
that since this time, this alternate mode of transmission has not been studied in Canada and
most frontline practitioners are unaware of this potential and very serious risk. | believe this
needs to be a high priority area of research, study and education.

— exerpts from my speech as | spoke as a witness at the Standing Health Committee review of
the Federal Lyme Framework.

‘' am calling on each of you here today to lace up your sturdiest pair of well-worn hiking boots
and join me as | take the lead for just a few minutes as your guide. What qualifies me to speak
to you today isn’t a PhD or a position of authority and power, rather, my qualifications come
from a personal journey into the hazy, often suffocating shadows of what | like to call the
Lymelands where those affected by the same plight must band and unite together to survive.

We the weary, the wounded and the sick, we find each other as we have no choice but to look
for answers together. We share an illness which is insidious, disabling, and destructive. A
disease which comes like a thief in the night to snatch away childhoods and steal careers. A
disease which cripples active contributory Canadians, bankrupts families and breaks down
marriages. A disease which in some cases has driven Canadians to end their own lives because
they live with excruciating, unrelenting pain which confines them to their rooms and robs them
of all dignity, respect and hope. | ask you to take the time and read the three Lyme letters
which | have been given permission to share in my brief — to give you a clear and disturbing
picture of the reality of suffering of Canadian adults and children alike.

...Thank you for joining me on this uphill climb, we are still far from the top. We know that we
must climb to the top because at the pinnacle of this mountain we will experience a freedom
and be able to clearly see the truth, a truth which has been veiled and shrouded by controversy
for so many years.

Climbing to the top can only be accomplished by reliance and trust of those who have climbed
this mountain — the patients. They and only they can speak to their journey with clarity and
insight. It is devastating that this strong and authoritative voice was completely left out of the
Federal Lyme Framework. In fact, the voices, testimonies and pleas of thousands upon
thousands of Canadians was clearly blacked out, shut out and in essence ignored.



Despite this failed Framework, | still have great HOPE that this isn’t the end of the story, but
rather the start of a fresh beginning, a re-awakening to the reality of the Lyme crisis which
continues to sweep across our Nation. Your decisions and actions on this issue will directly
impact the fate of millions of Canadians.’

Please note: This brief exceeds 10 pages as | have included three personal stories which are
long, but speak directly to the shocking devastation inflicted upon Lyme sufferers, as well as
their families.

Appendices:

1: Health Canada Weekly Diseases Bulletin 1988 — reporting transplacental transmission of
Lyme.

2: Letter of Support sent to Minister Philpott by MP Kevin Waugh

3: “Lyme Letters” addressed to Minister Philpott, still undelivered & unread — from a patient, a
spouse of a patient and the mother of a young patient
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of both humans and pets for ticks, and the Immediate
caretyl removal of any ticks that are found.

Early symptoms ol the disease In 75% of cases Iw:!ude a
stowly expanding red rash, erythema chronicum rmigrans
(ECM), around the insect hitel®)  Later symptoms in
untreated cases involve the heart, nervous system, of joints,
Any combination of the lollowing § leatures can contribute
to the diagnoals: expnsure history, presence of ECM,
neurologie, cardiac or joint symptoms, history of a tlek hite,
and serolegic status. In any individual case, saveral of these
may be present, For example, In 4 recent Connecticul
study, 79% of patlente with arthritis did net report
antecedent ECM, and anly #1% of those with £OM were
aware of a tick bite within 10 days of Hiness(l),

The diseass i trzatable with antibiotics, Oral tetra-
cyeling iz recommanded for patients with early manifesta-
tions; penicillin. and  erythromyein are also  efiective,
Children and E_ai:ﬁnam women ?ml,ﬁ he igm:ed with
penictilin, Transplacen ranamission of B.b erl i
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et enlever sans tarder et avec soin toute tique décelee.

fans 75% des cas, les symptdmes précoces de la maladie
comprennent une éruption rouge, érythéme chlrnniqu:m{nlgrant
(EGM), qul s'etend lentement autour de la platire diinsectel™, Dans
les cias non traités, les sympt8mes tardifs se sltuent au niveau du
coeur, du syntéme nerveux ou des articulations, Toute mm’hlnaiwn
des 5 gléments sulvants peut coatribuer au diagnostic: antécédents
drexpasitlon; présence dECM; symptémes neurologigues, cardiagues
ou articulaires; antécédents de pigire de tique; ct etat sarologlque,
Tout cas partlculier peut présenter plusieurs de ces éléments. Alnsi,
dans une etude menée recomment ay, Connecticut, 79% des patients
atteints darthrite n'avaient signale aucun antecédent d'ECM, ot
soulement &]% des sujels svec ECM avalen ?nc notion de pigiire de
tigue dans les 30 jours précédant la malad b,

La maladie peut &tre fraitée par des antibiotiques, La tétra-
cycline orale est recommandée au stade précoce; la pénicilline et
I'érytheamycine sont aussh efficaces, Les enfants et les femmes
encointes doivent Stre (raltés par pénicilline. La transmission
transplacentaire de B. burgdorferi a été documentée, et est peul-
Btre associée d un rlague accru dissue défavorable de la grossesse.
Lt pénicilline est recommandée au stade des arthritest10),

Tatile 2. (rilijgorious Coses of Lyme Oseaxe Diagposed In Canada, 1977- 1986/
Tableau 7. Cay Indligioes de malartin e Lyme disgretiis iy Cannda, 1977-1986

Caje  Ousetol  Age bysavs) Vhnte Cantirmatlon Criteria
No./ liness) and 5w/ Infextion Kreired! Teilgrriatinn Source/ and Mathos
H* du  Incmallation  Age fan) PN Source informallan Crltdres ot méthodey
cun e b ombndie et sean 4 #e canfirimation
] Griobre ] 15 L ChATIAT, OnTaria “dil. Thoone, Lanwhen, CHinleal Alagrnais rash By
Octobrs ant. 1:.:.*'. LRLLD thigh, Iever, polyarihriti of
1977 Rel. LLJLE. Boane, linees and wrisy
Landsn, Onb. e, Dlagnostic clinlque
1 ThE rit il {ervptian & i cume, fikvee,
paly=aribrile - genox
et galghetyl
| kL] TR Gimeos Ao, Tar, Tadwe, North Ray, Climigal dlaghonis (hnet
Chnlar ki it J:: (Lil Ny arihritia)
(e mponed supitumr or s Harih Day, HLISA®® N,
LT Ot e, 1188 1937 (alansy
Réghuh e Yioneos, Dmgrostic clinique farthrite -
Ot [eaposition ey} d
=if 1970} EI‘.L'M" diic, 1937 Lejars
3 At W Bigeon 1.nk4o, OnL, Tel, 13] Cilnical alagn
?’“ RaL. 13 Dlagnattic elirlgue
] Summer/ T Cnicoutiml, o] Rel, 1Y G e
1é Chlcautital (Oirke) réf. 19 h‘:.::n:ﬂ:::::r .
188 lymphocytic reaction)
indirect IFAT {4/
Dlagrasile clinlgua
‘Emp , tEnCtlen
:;o\'t i N;l'l
T Tavamber/ oIl A, B TIA (1) von e oo et St U S
A . s mbon
W Q:‘;rnrln.' Teranta, Ont.a e, 1988/ ELISA I:’:‘f‘m £
Regian da Hontwedile, ReL 1ty OF 1, Aresob, Dagnaitic clinjgun
x - o fintacln Tprenia, Dt e.p., 1900 ELISA (4]
tyrien, Chritarin ur. Ly 4, MR, Clinlcal dingrosia Tramm
Mant poea, IR e !
E‘l L. Jkela, Winnigey, inllcecy 1PA ()
LR T ] Dlagnastic elinlque
wi-nimim. vic.)
T_W_WWMMM R ip;m’ (il
Onkr poc,, 1988 bhte, rash, neuritis)
[ Motenbogm, Toronta, ELISA (3
ontl £y, 1982 Dlagnestie elinlqus
EE fire de: tique,
A = parsansl camiminicalon.fc.p. = communication parsannalis, I sl

#= ELIAA w mme-Alnbed [memiimsart :
#4854 o Doaitive.firositif, thent asiay LISA © 1itcage Immuno-anuymatigue,
T IFA & Imivunal luoreicence sntlbiody. JIPA o Immuial luerescenca,

cases Wad conliematory serol
fluorascence

Thirteen human cases of Lyme dlsease were diagnosed
in Canada between 1977 and 1987, Seven werc l:ull::ﬁmm
cases (6 in Ontario and | in Ouebec - Table 2) and 6 were
acquired putside the country - & in the United Statas, | in
Germanv(13) and | In Yugoslavia, The disease is not
reportable in any of the provinces. Most of the 7 indigenaus
by either indirect immuno-
antibody AV or enzyme-linked

Re 1977 & 1987, on o disgnostiqué 13 cas huimains de

Lyme gg Canada. Ul s'agiusalt de 7 cas indigénes (6 en oﬁ"::lﬂlizd’;
Eu Québecy Tableau 2) et de & cas contractds a I'étranger (4 aux

tats-Unis, 1 en Allemagne(13), at | en Yougosiavie). La déclara-
tion des cas n'est obligatoire dans aucune des proyinces, La plupart
des 7 cas indigénes ont fait l'objet d'une séralople de conflrmation,
solt par Immunofluorescence indirecte (IFA), soit par titrage
immuno-efizymatique (ELISAYL Un de ces cas concernait un visiteur
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munosorbant (RLISA) assays. One of these cases Wwas a
lyT;sw from France who acquired the Infection while In
Chicoutimi, Ouebec(13), All of the other 6 cases were
Canadlan residents.

Currently used laboratory tests, Le., [FA and ELISA,
far Lyme disease haye thelr Lmitations. These tests can
have low sensltivity especially in the early phases of the
diseasal |,10], and In cases treated with antibiotics early In
the coyrse of the illness(!), In addition, variable specilicity
nocur?i with (reguent asymptomatic  seropositivity
reported( 16},  Consequently, in all cases, clinical Informa-
tlon ls essential in the evaluation of laboratary results,
Furthermore, because of the limitations of serologic testing,
laboratary reports alone cannot be used for routine
survelllance.  However, since the clinical signs of the
disease are non-specific, serologic testing Is particubarly
useful in conflrming clinically compatihle cases from areas
where Lyme disease s not known to be endemic,  lsolatlon
of the organism Is &lso possibie, hut it Is not routinely
perfarmed,

Serologic testing for evldence of Lyme diseasa in
Canada is still pot common.  As owareness of this disease
Incremses, |t is anticipated that there will be preater
demand by physicizns for laboratory assistance in diagnosis,
Evidence of this has already been noted at the Ontario
Ministry of Health Laboratary in Toronto where the number
of specimens submitted for serclogic testing rose from 7 In
I985, to 12 in 1986 and 56 in 1987, (R.H, Noterboom,
Toronto: personal communication, 1988), The 1985 and
1986 specimens were all seranegative hut 5 (9%) of those
submitted in 1987 were positive.  In contrast, in 1986 In
Connecticut, a known endemic area, the seropositlvity rote
was 24% In 5175 specimens submitted(!), Some provinces
have expressed interest in identifying endemic areas and In

conducting serologic studles on indlviduals living In these
areas, Such studies would improve the current wunder-
standing of the ecology, prevalence, and clinical aspects of
Lyme disease in Canara.
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Patteintel],10), at dars los cas ol une antibiothérapie ?s:jfj?f‘mei
18t dans e decours de la mulad‘:gs':ll. En outre, la speciicite cst
variabte(l), et la séropositivits asymptomatigue, flred?uen;m;n
signaléc[lg}. Dans tous les cas, il est donc essentied as.-tu r“;,::
donnies clinlques pour &valuer les résultats de la,bnratulr:_. e ,le
donné ins limites des tests serologiques, |a survelllance de routlne ne
peut reposer uniquement sur les rapports de laboratoire. lLes s;lgfmi:
cllniques de la maladie étant aspécifiques, la sérologie est touteln

particulierement utile pour ln confirmation de cas qui, anpﬁtilbé?ﬁ
sur le plan clinique, sont enregistres dans des réglons ol Ia ma ul ie
de Lyme n'est pas réputée endémique. Egalement possible, l'isole-

ment du micreorganisme nfest pas pratigue courante.

pour la mal
Etre  faible,

Lu sérologle de détectlon de la maladie de Lyme n'est pas
encere courante gu Canada. Plus [a sensibillsation a la maf!adlc
sfintensifiera, plus les médecins devralent recourls & l'appui des
labgrataires 3 des fins diagnostiques. Clest ce qul se passe déja a
Tarontn, au Laboratoire du ministére de la Santé de I'Ontario, ol le
nombre d'échantillons présentés pour serologie est passé de 7 en
1983 & 12 en 1986, puis & 56 en 1987 (R.H, Notenboom, Teranto:
coimmunication personnetle, |988). Les échantlllons de 1985 et de
1986 dtajent tous séronicyatifs, mais 5 (9%) de ceux de |987 se sont
révélés: positifs:  Par cootre au Connecticut, region dendemic
connue, le taux de séropositivite étalt de 24% pour les 3175
&chantillans présentés en 1936(1), Certalnes provinces se sont dites
interessées & identifier les réglons d'endémie et 3 mener das études
strologinues chez les hebitants de ces régions. De tels travaux
permettralant de mileus comprendre I'écologie, la prévalence et les
aspents clinigues de lu maladie de Lyme ay Canada.

Remercizments: Mous tenchs 3 remercier de ledr aide le BF H.
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Week Ending: May 28, 193%/Semalne se términant fer 28 mal 1938

WHDY reports cholera eoidemic n Angata = [ 900 cawn

Chalers/Cholées Yellow Fever/Fitvre jaune Plague/Peste
Infected Areas/
Infected Areas/ Infected Areas/ fec
Régiom infectées Régions infectées Régions l"_:_ﬂllk_l
{affolivie
Anpol Nalivin/Molivie Boliyia/fo
“:"m?w BrazllfBrésil arlzll.fl}'tnll X
Burkina Fazo Burking Fato Equador/Equateur
Rutwndi Colombin/Colomble huﬂl_h:ﬂ
Cameroon/Camereun GambialGambie ;‘::'m:.% e
L tal Guinea/Guinte Equatoriple anga
G,r::‘!:r e Guinea/Gulnée Emw
¢ Liberi t :
E:ii:;?rﬁ“we Mali - ::ﬁil.glmeldhm
i b Mauritaniafkauritante M
::tﬂdmn“ i/ hdandeie N];::L:n afMauriin e
Ivary Coast/Cate-dlwnire Pora/Peroi
Libﬂ‘;h Sudan/Soudan
MalayslalMalalsie ZairefZdlre
Mall
Mauri tania Ml tanle
Nigeria '
Rwanda
Simrra Leane
Slrgapore/Shogapour
Tanzania/Tanzanis
Thailand! ThaTlands
Vietnam Sec, Rep./
Repiblique soclaliste du YiBr-Mam

Tairefzaire

Altlpugh chalera vaccinallon i not reguirod under WHO Interaational

health regulations, travellers to Southern Alrics sodld b= sell advjesd b2 hase s "cholesa entey® in e vacsination book in order

ta avoid problems with local requiremente /L3S 5

les autarités locaies,

LIEE ™ r;ll
anticholériguo nlext pat exipt par Je Baglems=nt suulhire irternss
destination du s da PAfrlque Favelr une Inecription pour e choléra duny

Fbe dds chaléea e Angola - 11 000 cas, MEme s je vaccin
de IOME, on canteiile fartement aux voyagedts a
inur cormet de vaccination pour viler fout erimi avec

No cherge in requirementys for Cestificate ol Vacaination sesinst Meniryocoeoal meningiths for Saudl Arabls, Al sdvisabie for
Mozambique./Les exigences relatives wu cestliical ds vacrination contra la meningite méningococcioue vappliguant & FArabie

Sacudite sant inchangees.

Announcement
EPIDEMIOLOGIC PRACTICES IN CANADA
"EPIC 338"
VIth Annual Course
21-26 August 1983
OTTAWA, Ontario
This course, sponsored by ‘the Department of

Epidemiology and Community Medicine; University of
Ottawa, and the Bureau of Chronic Disease Epidemiology,
LCDC, Health and Welfars Canada, s designed  for
physiclans and other health professionals invelved in the
Investigation, survalllance and control of environmental and
occupational hazards. The focus will be on current issues in
environmental snd occupational epidemiology. Since tapics
and faculty are different from previous years, the course
will be of interest to past participants. Continuing medical
education credits are available for registered candidates.

For further information, contact The Department of
Epidemiology and Community Medicine, University of
Oftawa, 451 Smyth Road, Ottawa, Ontario, KIH 8M5,
(Telephones: (613) 737-6430),
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Coparrainé par le Département d'épidémiologie et de médecine
sociale de I'Université dOttawa et le Bureau dépidémiologie des
maladies chroniques du LLCM (Santé et Rien-2tre social Canada), ce
cours s'adresse aux médecing et autres spécialistes de la santé
chargés danalyser, de surveiller ot de contenir les risques
environnemeritaux et professionnels, L'accent sera mis sur les
questions  dactualité en dpidémiologie professionnelle et
environnementale. Les sujets traités et les membres du corps
professoral n'étant pas les m@mes qu'au cours des années
precedentes, le cours intéressera les anciens participants, Le cours
sera donné en anglais seulement. Des crédits en formation medicale
permanente sont offerts aux candidats inscrits.

, Pour plus de renseignements, stadresser ay Departement
dépidémiologie et de médecine sociale, Université dOttawa, 451,
Ottawa (Ontario), KIH 8M5, (Téléphone: (613)

Tre Canada Viscases Weekly Repart presents current information on infectious
and other diseases for survelllance purposes and ls availsble free of charge upon
request.  Many of the articles contaln preliminary Information and further
canflirmation may be cbiained from the saurces quoted. The Departement ol
National Maalth and Weltare docs nal assume cesponsiblllly for scguracy of
:hlrxnirk:’iq. l:‘unu-lhntnml are u_u_:lmn:e {in ?ﬂ olficial kulguly ol your
et Trom anyone working ia the healih [ledd and will not hude
publication elsewhere, P

Scientiflc Advisor:  Dr. S.E. Acres (813} 9357-032%
Editor: Fleanor Paulsan (613) 9571788
Cireulatiom - Dolly Rigaing (611} 957-084)

Bureau of Communicable Ditease Epldemiology
I sharatnry Cantre for Disease Contral

Le Rapport hebdomadaice des maladles au Canada, qui fownit des dornces pertineatey sur
maladies infecticuses el bos autres maladles dans e bot de faciliter beur wirveillance, pz
£tre obtmhu gratuitement sur demande. Un grand nombre darticles ne conilennent quE des

femimaires mals des censsignements complémentaires peuveni Etre chiems en
Fadressant aux sources citfes. Le minlstire do la Santd nationslo et du Bien-tre social ne
peut Elre leny responsable de Pexactitude, ol de lauthenticité des articies, Touts pEfsanne
oeyyrant dans le domaine de fa sante est lnvitée 3 collaborer (dans la langue oflicialle de on
cm::::_u! la pubslization dun article dams l= présent Rappart w'en empiche pas | publication
[l 5. '

Cangeiller scientitique:  D° S.E. Acres (€13) 957-0323
Redocteur cficheflt  Eleanar Paulsan (§17) 9371708
Distribution:  Dolly Riggim (617} 357-0841

Bureau d'epideminiogic des maladies transmizssibles

] | [

Ak belde da e e



¥

HOUSE OF COMMONS

Ottawa
House of Commons
822 Confederation Bldg.
Ottawa, ON
K1A 0A6
Tel: (613) 995-5653
Fax (613) 995-1026

Kevin Waugh

Member of Parliament for
Saskatoon - Grasswood

www.kevinwaugh.ca
@KevinWaugh_CPC
Kevin.waugh@parl.gc.ca

Constituency
#5, 2720 — 8% Street E.
Saskatoon, SK
S7H 0V8
Tel: (306) 975-6472
Fax: (306) 975-6492

CANADA 150

OTTAWA
April 12, 2017

Hon. Minister Philpott
Minister of Health
Hon.Jane. Philpott@Canada.ca

Dear Honoutable Minister,

At a meeting in my Ottawa office today, I had the honour of hearing from Sue Faber
and Jennifer Kravis of LymeHOPE who delivered a message of desperation on
behalf of tens of thousands of Canadians suffering with Lyme Disease.

These two remarkable women are compelled by a sense of moral obligation to raise
awareness of this health crisis and to bring it to the attention of the Nation’s Health
Minister.

['have also heard from constituents in my riding of Saskatoon — Grasswood who are
suffering unimaginable hardships due to lack of proper diagnosis and treatment.

This is a critical time as I am sure you are aware because the proposed Draft Federal
Framework document is considered by many to be void of the crucial input of
medical and scientific experts and patients to make it optimal.

What is clear is that there is a lot of suffering and hardship and it is incumbent upon
us all, as leaders, to hear what Canadians are telling us and to act in their best
interest.

[ encourage you to meet with Jennifer Kravis and Sue Faber to hear, in their words,
the insurmountable obstacles faced by Lyme Disease sufferets across Canada, to help
inform your policy decisions. You would not regret the time spent listening to these
women. Their knowledge and humanity is an invaluable contribution to this
important discussion.

‘\
LU | A NOAA
] augh, MP
Saskatoon — Grasswood i

C: Sue Faber
Jennifer Kravis
Marilyn Hamoline




The Honourable Jane Philpott, Minister of Health

If you are reading this it means | was able to personally speak with you and for this | am grateful. |
can see from your Bio that you have spent a good portion of your life serving and helping others. |
see you are a co-founder of TEDxStouffville, a wonderful accomplishment. | encourage you to
watch any of the several TEDx talks available regarding Lyme Disease. Congratulations on your
appointment in 2015 to the Minister of Health, an honour indeed, and one that comes with great
responsibility.

| will try to keep our story brief, but please know that our story mirrors thousands of others

In 2005, my then 6 year old son presented with a bulls eye rash. | took him to our local ER, he
was treated for an infected insect bite (topical cream) and sent home. | have since come to learn
that a bulls eye rash is a definitive, classic clinical Lyme symptom. Throughout his public school
years, his health began to decline. First, what appeared to be perhaps allergies (sinus issues,
repeated ear infections and strange rashes popping up all over his body. Then his eyes began to
bother him, swollen, dry, red, light sensitivity, blistering (by 2012 he was alternating an eye patch
daily for relief), constant ringing in his ears, cyclical mouth sores, anywhere between 5 and 20 on
his tongue gums and cheeks at the same time, breaking teeth and his joints began to randomly
swell, were red and hot to the touch. He also began to have severe constipation issues resulting in
2 deep fissures which continue to bleed and cause him pain to this day. He began to have
stabbing sensations throughout his body and was gaining weight rapidly despite a continuing
decline in appetite (dizziness,nausea and heartburn would plague him daily now). His final year of
public school was agonizing for him as he tried to attend every day despite the now crushing
fatigue and insomnia that had set in. At my urging, he was able to attend 30 minutes of his grade
8 graduation and then asked me to take him home. The blisters on his eyes were bleeding, and as
he had now developed a strange symptom of soaking sweats both day and night, he was
embarrassed to be there any longer.

He began to appear increasingly confused over those early years, his short term memory became
severely impaired as well as it became increasingly painful for him to walk. Obviously, we had
been to several drs over this time, he had been diagnosed with depression, was prescribed
fluoxetine and he began to see a therapist. The year 2013 was a turning point for us. | could no
longer accept that these mounting, strange symptoms were not related. My once joyful, social,
funny, active boy became someone | did not recognize. He had gained over 100 Ibs, loud sounds
jolted him, was experiencing panic attacks, had daily excruciating pain that moved around his
body, stabbing and burning sensations, stiff neck, headaches, random numbness and subtle tics
that had presented over the years (eye blinking, throat clearing, toe walking, repetitive
movements). It was however, in the summer of this year that the vocal tics
began. Quiet at first, he would go to his room and “release the tic” but very rapidly escalated to
loud uncontrollable tics that saw no reprieve.



He was experiencing severe depersonalization (he would comment he felt like a floating leaf). He
began to wet the bed. He was now having terrifying nightmares, suicidal thoughts and slept with a
knife under his bed for protection. My nights were spent laying on his floor, paralyzed with fear
that he would awake and harm himself. | thanked God over and over that my child shared these
intrusive thoughts with me and asked me for help. He knew these dark thoughts were not right or
true. All the while we continued with therapy. As a Mother | suspect you can empathize that it is
difficult for me to revisit that time at all, my heart breaks to recall any of it.

After seeing 15+ specialists, he had now been diagnosed with chronic blepharitis/conjunctivitis,
chronic constipation (Crohns had been ruled out however an MRE did reveal inflammation),
Tourettes Syndrome, Chronic Fatigue Syndrome as well as his Ferratin was consistently low and
his CRP elevated. He spent most of his days sick in bed. He had developed an odd rash that
year, over 30 elevated, purplish spots that were on his legs from May to September. (Dermatology
at Sick Kids Hospital Toronto suggested they were bugs bites slowly healing but could not explain
to me why a healthy child would have the same bites for 5 months) He had a strange purple
streak like rash on his back, stomach and back of his legs which | was told were stretch marks, a
plausible explanation as he had gained so much weight. Unexplained, chronic and steady weight
gain can be a symptom of Lyme Disease, caused by the affect the pathogens have on the
patient’s metabolic system. Dr Ronald Murphy, a Pediatrician in Orangeville On suggested my son
use a smaller plate when eating. When | reminded him that he was barely eating he looked my
son square in the eye and said “well when you do eat, put it on a smaller plate” and walked out of
the room. My son was devastated and ashamed. | now know those “stretch marks” were a
common symptom and indication of a Bartonella infection. Dr Karen Liquornik, a pediatric Gl in
Newmarket On suggested my son was sneaking food in the middle of the night, that although he
did have symptoms resembling Crohn’s Disease (Lyme Disease is known as “The Great Imitator”)
she could not find anything remarkable by scope and therefore it must be psychosomatic and
recommended he be placed in the Holland Bloorview Rehabilitation Hospital where they “promote
life skills where clients learn to function optimally within their home and community”. Dr Peter
Church, Pediatric Gl at Sick Kids Hospital Toronto diagnosed my son with chronic constipation
and told him “thousands of people live with this and you will figure how to as well”. Please
understand that my son had rectal bleeding through his clothes daily at this time. Bless our Nurse
Practitioner, despite being assured by others these symptoms were isolated from one another,
she continued to believe this was a systemic issue, and encouraged me to keep looking. That fall,
| happened upon a U.S. news programme and watched an interview with a young man who was
being treated for Lyme Disease and Co-Infections. His story mimicked ours almost verbatim, |
recalled the bulls eye rash from years ago and so began our journey into this misunderstood,
underestimated, underreported, debilitating and politically charged issue.

While | appreciate the efforts of Sick Kids Hospital in particular, | am curious to understand why,
when | was now presenting this information to Gastroenterology, Clinical and Metabolic Genetics,
Immunology, Ophthalmology, Neurology and Rheumatology, each of these departments relies on
serological tests and assured me that as my child’s ELISA was negative, he did not have Lyme
Disease. With classic symptoms and a bulls eye rash.



It was odd to me at the time, but there was one MD in Rheumatology who quietly pulled me aside
as | was leaving the appointment, and although she would not say the word “Lyme” she did say
“that thing you were asking about - pursue that road further”. | now realize she was protecting
herself by having this clandestine exchange with me.

| am a Mother, a Real Estate Professional, a taxpayer and a proud Canadian. Prior to my son
becoming homebound, | spent many years volunteering at my local food bank. | believe we should
all help each other, we can make a difference in others lives and we should always share our
blessings. | suspect you feel the same way and that is why you threw your hat in the political ring. |
admire that.

| have always felt very fortunate to live in a country that cares about the health of all Canadians
and as such, believes in the value of public healthcare for all. | must admit Minister, that over the
last few years, |, my family and those around me have become very discouraged by the lack of
knowledge, education, awareness, or even acknowledgement by our Government regarding these
infections. Yes, | am aware of the Federal Framework on Lyme Disease held this past May and |
am aware of the results of that thus far. | am also aware of the heartbreaking stories of so many
other Canadians that need help now, in real time. My son is blessed that he has a supportive
family that is able to tap into resources to help him that many, many other folks are fiscally unable
to do. Every day | think about the helpless children in my wonderful country who have been
infected and there is quite simply nowhere for their parents to turn for help. My heart breaks daily
for each and every one of them, and | wish | could help them all. I, unfortunately do not have that
power, but thankfully, you do.

After 11 painful years my son, with the correct diagnosis and treatment, is now on his way to
recovery. His eyes are completely healed, he no longer requires daily amounts of medication to
move his bowels, his rashes when they do appear are less severe, the vocal tics are gone, the
nightmares have vanished, insomnia has improved dramatically, his emotional health is strong, the
physical tics have become far less frequent, he has returned to a normal, healthy weight. He still
suffers greatly with pain and other issues, but we are moving in the right direction. He smiles
again, he laughs. Slowly but surely, my son is coming back to me.

In closing | will leave you with a few questions that | pray you will give some thought to

Why are Canadians not educated on the possible devastating effects of these infections when not
caught early? And why are the majority of our Dr’s unaware? Why are so many Dr’s afraid to
even discuss the possibility of these infections lingering “post treatment”? Where is this fear
coming from? Why are our pets treated more humanely than our citizens in regards to Lyme?



With never ending news reports on “trimming the fat” of our health care system, | wonder why this
issue is not being looked at. The merry go round of well intended specialists the average Lyme
patient sees prior to diagnosis is a complete waste of public tax dollars and could easily be saved
with proper testing. Even Health Canada website acknowledges our testing lacks specificity, that
this is a clinical diagnosis yet few are clinically diagnosed. | understand there is much to learn with
these infections, however with over 700 peer reviewed scientific articles published surely we can
do even marginally better than we are now.

As a Dr, knowing my son’s symptoms, with a negative ELISA test in Ontario, would you be
comfortable encouraging him to donate blood? As his Mother, this will never happen as | have
educated him on the risks of this action given so many unknowns regarding these infections.

Why as parents of sick children, are we ridiculed, written off, shamed (and in some cases
reported) for trying to find help? And why is this abuse allowed to happen right in front of our
children? Aside from the damage the infections are causing, what is the long term damage of our
kids being treated this way? And what of the parents who are terrified to take their child to the ER
as a result of these experiences?

If these infections are not congenital then why are the children of infected Mothers presenting with
symptoms? Some even testing positive through the Public Health System?

As a taxpayer, | continue to see parents denied tax credits that other parents with children
functioning at a higher level are granted. There is no one in the Lyme community looking for
special treatment, however we do expect to be treated fairly.

| realize this is a hot button issue, and that the Lyme Community is routinely written off as being
“mentally unstable”, however | assure you that if you look, you will find that the majority of us are
actually quite stable despite being thrown into this surreal situation.

My son and many other children have already lost their childhoods to these infections, it is too late
for them. | would assume that our Government would want to do everything possible to prevent
one more child from suffering, especially given the fact that Lyme Disease is highly treatable with
simple antibiotics when caught early.

Randy Shilts, author of the bestseller from 1987 And the Band Played On: Politics, People and
the AIDS Epidemic, had this to say-"there was a threat to the nation’s public health that could no
longer be ignored” “by the time America paid attention to the disease, it was too late to do
anything about it. The virus was already a pandemic in the nation, having spread to every corner
of the North American Continent. The AIDS epidemic, of course, did not arise full grown from the
biological landscape; the problem had been festering throughout the decade. There had been a

time when much of this suffering could have been prevented, but by 1985 that time had passed.”



| respectfully ask of you Minister Philpott, as a Canadian, a member of the Public Service sector, a
Dr and a Mother to place a higher priority of urgency to this matter, and | thank you in advance, for
all that you will do to help all Canadians live a happy, healthy, productive life.

Tamara S House
519-477-9097
tshannonhouse@gmail.com



MARC D. TARDIF
Mississauga, Ontario, Canada

June 32017

Dr. Jane Philpott

Federal Minister of Health
Via Lyme Letters Canada

PO Box 20045 Brant Hills PO
Burlington, Ontario

L7P 0A4

Via e-mail to lymeletterscanada@gmail.com
To Federal Minister of Health Jane Philpott:
Re: We Are All Just One Tick Bite Away From Being Too Young To Feel So Old

“You are too young!” is the one thing | keep hearing over and over again from the various medical
doctors that | visit on a regular basis, which is something | do because | am afflicted with Lyme
Disease. They believe | am too young to be spending the rest of my productive life on Long Term
Disability. Too young to be taking so many pills and to be on a first name basis with my pharmacy
owner. Too young to be hiring help for the simple domestic chores that | can no longer do. Too
young to be stuck in the middle of life with my future behind me. Too young to be so actively
preoccupied with estate planning matters and adding codicils to my ever-changing Last Will and
Testament. Too young to be inquiring about euthanasia and having daily conversations with myself
about why today is not a good day to die. Too young to have stopped dreaming and to have given
up hope. Too young to feel so old.

My Lyme Disease journey started during the week of August 8™ - 14™ 2010, when | was 36 years
young. My wife and | had rented a cottage near the town of Wingham in the county of Huron in the
province of Ontario. While | was collecting dried wood for the fire we would have later that
evening, | was bitten by a partially-engorged blacklegged tick. Only | did not know at the time that it
was a partially-engorged blacklegged tick and that it was also a vector for a disease called “Lyme
Disease”. All | knew was that it was a weird-looking bug that | had never seen before and so | flicked
it off and continued on with my task. Having not immediately felt any ill effects from that bite, |
forgot about it entirely by the time our vacation ended and we returned to work. And about a
month later, | started to experience symptoms of pain and fatigue accompanied by a general feeling
of malaise. | was stumped as to the explanation for the sudden appearance of these symptoms,
seemingly out of nowhere and for no obvious reason, and that is when my new career as a Lyme
Disease patient started. Ironically, in my first career as a computer programmer, | was always
looking for bugs in the code. As a Lyme Disease patient, it turned out that there was a bug in the
programmer.

| believe it would be appropriate to provide objective definitions for the words “pain” and “fatigue”
in the context of Lyme Disease since they are inherently subjective experiences and one’s
interpretation of “pain” and “fatigue” can be vastly different from another’s interpretation of “pain”
and “fatigue”. In my case, and surely in the case of other patients in the chronic stage of Lyme
Disease, my experience of “pain” is comparable to the kind of pain an average person would
experience upon getting out of bed the morning after a day of unusually strenuous physical activity
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MARC D. TARDIF
Mississauga, Ontario, Canada

such as, for example, running a marathon. That kind of pain and stiffness is worse during the
morning, but for most people, as the hours and days pass, the pain gradually recedes and fades
away into nothing more than a memory. Except that for me and other Lyme Disease sufferers like
me, that pain and stiffness never recedes and never fades into memory. It is always there and
morning after morning, day after day, week after week, month after month, year after year,
decade after decade, we always feel like we wake up each morning feeling like we have run a
marathon the day before. As for objective definitions of the word “fatigue”, | ask you to remember
when you last had the flu or some other illness that might have kept you in bed for a few days.
Anyone who has experienced the flu can testify to the feeling of deep down fatigue that
accompanies it and how trying to accomplish even the least demanding task such as putting away
dry dishes can feel like a monumentally exhausting activity. So in addition to waking up each
morning feeling like we have run a marathon the day before, me and other Lyme Disease patients
like me also wake up each morning feeling like we have the flu. It is therefore easy for anyone to
understand how difficult and debilitating it would be to go about the activities of daily living if you
woke up each day with the flu and also feeling like you have run a marathon the day before. | hope
that these common analogies help you to better understand and relate to the challenging
experience of living each day with Lyme Disease.

During the past six and a half years, | went from doctor to doctor, trying to figure out why | was
experiencing so much pain and fatigue. | knew there was something wrong with me that was not
wrong with others, since they did not report the same pain and fatigue as | did from merely sitting
at a computer and clicking the mouse all day long. Diagnoses of fibromyalgia, chronic pain disorder
and depression emerged, and this put me in the path of all the pills that | still take to this day.
Potent narcotic painkillers were included among those pills. Eventually | could no longer hold down
my career and this put me into the unenviable position of battling the bureaucracy for the disability
insurance benefits | desperately needed. With the help of a good Samaritan lawyer, | was able to
finally collect those much-needed disability benefits. And then finally | was able to get to the last
item on my medical to-do list, which was an expensive blood test for Lyme Disease through IGeneX
Laboratories in Palo Alto, California. The positive result that emerged from those tests spurred a
series of haphazard memory recalls that led me to finally remember that long-forgotten bite by that
partially-engorged blacklegged lick in August 2010. Those positive test results, along with the
memory of that tick bite and the interpretive help of research scientist John D. Scott from
LymeOntario.com, helped to cement the diagnosis of Lyme Disease. And additional testing through
the Public Health Ontario (PHO) laboratories revealed that | also had a co-infection with Coxiella
burnetii, the causative agent of a disease called “Q Fever”. It is not uncommon for Lyme Disease
patients to test positive for other tick-borne infections since “ticks are nature’s dirty syringes” (John
D. Scott 2017), sticking their needles into anything with blood. For the first time in a long time, |
had hope that my miserable chronic pain and fatigue could eventually end. But | soon discovered
that, in the province of Ontario at least, treatment for Lyme Disease seems hard to come by.

| soon learned to recognize the fear on the faces of doctors who heard me ask about testing and
treatment for Lyme Disease. The fear in their faces is so easy to read. It is the fear of having to be
involved in a very politically controversial disease and a potentially career-limiting if not career-
ending decision to treat that disease. It is the same fear that goalies would have when players of
the opposing team are skating towards them in a big hurry and with the sole intent of slamming that
puck into their net. And so doctors have learned a few tricks to redirect or evade the Lyme issue
altogether, with requests for testing and treatment being frequently met with speeches along the
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lines of “it’s all in your head”, “Lyme Disease doesn’t exist”, “practice mindfulness”, “stop looking
for answers”, “you’ll never find the answer” and “just learn to live with the pain”. Lyme Disease
patients need treatment, not speeches. And when going from doctor to doctor in search of
treatment, the answer often seems to be that there is some other doctor who would be able to do it
instead of them, and so you end up getting stuck in a never-ending loop of chasing your own tail.
And to add insult to injury, the Ministry of Health has recently released updated opioid-prescribing
guidelines which have lowered the “Watchful Dose” from 200 mg of morphine or equivalent per
day to 90 mg of morphine or equivalent per day. Many chronic pain patients currently on opioid
therapy have been maintained at doses well above the “Watchful Dose Limit” of 90 mg of morphine
or equivalent per day for years and must now contend with a drastic and sudden reduction in their
morphine dosages. For the record, any chronic pain patient would tell anyone that “we’re not
trying to get high, we’re just trying to get by” when asked about their usage of drugs such as opioid
analgesics and medicinal marijuana. The goal of opioid therapy is to provide enough relief from
crippling, debilitating and unrelenting pain so that patients can function to some extent in the
activities of daily living. However, there currently exists no opioid-prescribing guidelines for Lyme
Disease specifically, so the most widely-accepted interpretation by medical doctors of this lack of
guidelines is “no narcotics for Lyme Disease patients”. In my case, and surely in the cases of other
Lyme Disease patients, | have now lost the opioid pain medications that | depended on for years
and my functioning in the activities of daily living has degraded significantly to the point of now
being essentially bedridden. My quality of life has been significantly reduced because of the
introduction of these new guidelines. There exists no single word or even a combination of words
that can accurately and completely describe this experience of profound unwellness and total
misery to people who are fortunate enough to not know what it feels like to live in the body of a
Lyme Disease patient. The result of day after day and week after week and month after month of
lying in bed with the miserable coldness of unmanaged and soul-crushing chronic pain is the
pervasive feeling of hopelessness and despair and the thought of eventually dying in this very deep
hole. On some days | can even see the epitaph on my tombstone, inspired by Julius Caesar, which
reads “he tried, he cried, he died”. The only question seems to be “how soon”?

While on the subject of the paucity of actual Lyme Disease treatment in the province of Ontario, |
would also like to point out the need for more transparency on the specifications for the Lyme-
related tests that can be ordered from the “Public Health Ontario” (PHO) laboratories (hereinafter
referred to as “PHO tests” and “PHO reports”). The test results reports from IGeneX are very
transparent. Their specifications are printed on the results reports themselves, and so you know
exactly what criteria were used to render your results. However on the PHO reports, all you see are
short phrases such as “Non-Reactive” or “No serological evidence of infection” without any mention
of the criteria that were used to render those results. Calls to the PHO Customer Service Centre at
1-877-604-4567 for information on the specifications behind those tests are met with responses
suggesting that we’re on a “need to not know basis” as far as those specifications are concerned.
From information | acquired by consulting various publications for laboratory professionals, it could
be that one of the specifications for the PHO tests would be an “elevated” level of antibodies to the
Borrelia burgdorferi bacteria. An “elevated” level of antibodies to the Borrelia burgdorferi bacteria
would typically be seen in the early stages of infection, such as four to six weeks after the tick bite,
and not in the later stages of infection when the symptoms have become chronic. “Elevated” could
be defined to be high as or higher than the upper quartile, a scenario wherein 25% or less of the
population would be expected to show positive. Or “elevated” could be defined to be high as or
higher than the 90" percentile, a scenario wherein only 10% or less of the population would be
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expected to show positive. Or “elevated” could mean something entirely different altogether. But
one thing is for certain, and that is that interpretations on the meaning of “Non-Reactive” or “No
serological evidence of infection” can greatly vary from doctor to doctor. Some will say that those
phrases mean “you do not have Lyme Disease”, others could say “it might be a false negative and
we need to do repeat testing” and the rare few might correctly say that “the two-tier Lyme Disease
serology is only 42% accurate 4-6 weeks after infection” (Stricker and Johnson 2014). And another
thing is for certain, and that is that a test intended to report positive only on recent infections
would be inappropriate to use on patients who know that their infection is more than four to six
weeks old, just like a test intended to report positive only on older infections would be
inappropriate to use on patients who know that they were bitten by a tick within the past four to six
weeks. And so the correct interpretation of “Non-Reactive” or “No serological evidence of
infection” on the current PHO reports might be more correctly worded as “No serological evidence
of recent infection”, which would not necessarily mean “you do not have Lyme Disease”. And it is
for these reasons why | believe there needs to be greater transparency on the specifications for
the PHO tests and more training so that doctors have a better idea on how to correctly interpret
their results.

The issue of Lyme Disease does not concern only the current Lyme Disease patients and their
loved ones, it concerns every single one of us, infected or not. Any person who is not currently a
Lyme Disease patient can easily become one in a matter of seconds. One is never too young, nor
too old for that matter, to get sick from the prick of a tick. We are all just one tick bite away from
our lives being changed forever. Just one tick bite away from a life of debilitating pain, fatigue and
misery. Just one tick bite away from not being there for your loved ones. Just one tick bite away
from being unable to hold down your career. Just one tick bite away from being thrown into legal
conflicts with employers and disability insurance carriers. Just one tick bite away from going from
doctor to doctor in your quest for an answer to the question of what is wrong with you that is not
wrong with others. Just one tick bite away from being buried under a mountain of pills. Just one
tick bite away from having to call on others for help. Just one tick bite away from being just a
shadow of our former selves. Just one tick bite away from wondering if today is a good day to die.
Just one tick bite away from so many other grim thoughts. Just one tick bite away to be too young
for all that.

But it doesn’t have to be that way. For the sake of all of us, and | really do mean all of us and not
just those of us afflicted with Lyme Disease, | implore you to make every effort to supply increased
funding to the areas of Lyme Disease research, education, treatment and prevention. With more
information, people will become more aware. With more money, scientists can be hired. With
more research, answers can be found. With more answers, treatments can emerge. With more
studies, vaccines can be discovered. With more action, hope can once again be ours.

Signed most sincerely,

i
/7446 /ﬂ'f.

Marc D. Tardif
MDT/mdt
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June 3, 2017

Dr. Jane Philpott,

Federal Minister of Health

Via Lyme Letters Canada

Via e-mail to lymeletterscanada@gmail.com
PO Box 20045 Brant Hills

Burlington, Ontario

L7P 0A4

Re: Our pet dogs are provided with better treatment for Lyme than Canadian citizens.
Dear Dr. Philpott:

In 2010 two of my precious family members were bitten with Lyme infected ticks. One was my husband
Marc and the other was our dog Kenny. Only one of these individuals was promptly and appropriately
screened and effectively treated with antibiotics and he made a full recovery from Lyme disease and that
family member was our pet dog. At that time Kenny’s Veterinarian in Mississauga advised us that the
geographical area in which we live and the surrounding areas are filled with Lyme-positive ticks and
that he had seen a marked increase in dogs having ticks removed which tested positive for Lyme
disease. We knew what those implications meant because where our dog went, we went.

Lyme disease is an inflammatory disease transmitted by tick bite. It is a bacterial infection that can lead
to neurological, cardiac and other complications and early death, especially when left undiagnosed and
untreated.

[ personally endorse the commitment of our Veterinarian clinic of holding themselves to the highest
standard. Pets are their passion and keeping them healthy is their #1 priority. They strive to deliver
excellent care for pets because our pets deserve nothing less.

[ wholeheartedly agree. Our pets deserve the best possible care throughout their lifetime and so do our
pets’ people. It’s frightening that the same standard of care used to treat Lyme infected dogs does
not exist for Lyme infected humans in Ontario. I can’t believe I have to spell this out so plainly: If it is
good enough for our Canadian dogs it needs to be good enough for our Canadian people. What could be
more important?

The Mississauga News ran a front-page article on March 2, 2017 called The Waiting Game. In this
article, Marlene Spies, 55 casually asked a veterinarian some years ago if he would test an acquaintance
of hers for Lyme disease, as there’s no accurate protocol testing for humans in Canada. The horrified vet
refused to entertain the idea. Marlene Spies arrived at the same, unsettling observation as I have: that
dogs in Canada, could access more compassionate and better quality care than humans.

Prior to suffering from chronic Lyme disease, my husband Marc was a fully functioning member of
society. He worked full-time in a rewarding career. He paid taxes. He enjoyed good health and an active
lifestyle. He helped with chores at home and he was a wonderful and good natured husband to me. Marc
became infected with Lyme disease in the same year (2010) that I became permanently and totally
disabled as a result of serious injuries caused when I was struck as a pedestrian by a speeding and
distracted driver.
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One person becoming disabled in a household is challenging. And two people becoming disabled
simultaneously with chronic severe pain in a two-person household is just too overwhelming.

Especially so when 50% of the household has a completely treatable tick-borne bacterial infection. I
have watched in increasing horror as Marc’s health, well-being and quality of life has eroded over the
years. He endures worsening brain fog, joint and muscular-skeletal pain, cold-intolerance, hormonal
imbalances, thyroid dysfunction, erectile dysfunction, early onset male menopause, depression, anxiety,
fear, frustration, bad-mood, anger, and chronic exhaustion and feelings of inadequacy. There is no fun or
enjoyment or quality in Marc’s (or my) life. It's a struggle to just make it through the day let alone
navigate our failing healthcare system.

The economic, physical and emotional strain this has placed on our marriage of 16 years is staggering.
We are constantly living in a state of uncertainty that at any moment at the whim of our LTD (Long Term
Disability) Insurers’ we may lose our source of already reduced disability incomes. That scenario is
scary enough when it affects one family member but when it affects both it is truly life-altering in its
magnitude. Still we would rather give up every last penny we have if it meant we could be
returned back to healthy, productive members of society.

We also live in fear that even if we can against all odds find a Dr. to treat Marc whether it be locally
(unlikely) or abroad (USA) that his chronic Lyme disease may be too far advanced to remedy. Some
medical literature suggests that when Lyme is left untreated for a long period of time, in some patients
the condition might not be reversible. If that proves to be the case for Marc that would bad, very bad.

The ultimate irony is that opioid narcotic pain medications which only masks Marc’s symptoms have
been much easier for him to receive from his Doctors than the as yet impossible to obtain necessary
antibiotics or any other Lyme treatment. Narcotics in addition to certainly causing physical dependence
and potentially causing psychological addiction do not treat the underlying and worsening disease, they
only mask the symptoms and very temporarily ease Marc’s debilitating pain. Unlike narcotics, antibiotics
are not addictive and don’t cause physical dependence yet Lyme patients are being barred access to this
treatment at every turn. This gross negligence makes no sense to me. We don’t refuse treatment to
people with illnesses such as diabetes, heart disease or cancer so why should it be any different for
people who had the misfortune to become ill from a tick borne infection?

To further complicate matters, The Liberal Government has decided to handle the “Opioid Crisis” by
cruelly and needlessly punishing legitimate and medically supervised chronic pain patients effective
March 2017 by:

1. Mandating a huge reduction of opioid dosages for the small percentage of individual pain
patients that qualify for continuation of their opioid therapy.

2. Mandating a complete stoppage of opioid therapy for Marc which was freely prescribed by his
pain management Doctor over the past 5 years but effective immediately is no longer indicated
for the treatment of Lyme disease.

This new mandate really leaves Marc and others like him in a very dire situation. He is now frequently
bedridden and experiencing inadequate pain control and he still has no access to the appropriate Lyme
treatment he needs to mitigate the underlying infection and the resultant pain. Marc is but a shadow of
his former self and I am afraid that if things continue to get bad enough he may take his own life and I
really can’t say I would blame him for doing so.
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I don’t want to lose my husband to a preventable suicide nor do I want to stand by and helplessly
watch him continue suffering as Lyme chips him apart one piece at a time. A death by a thousand cuts is
absolutely cruel and unacceptable especially when Lyme is a treatable illness. This is something we
might expect to face in a third world poverty stricken country but this should not be happening in this
magnificent country of Canada into which we were born and raised and proud to call home. This lack of
treatment for Lyme is nothing to be proud of rather it is a downright embarrassment. Please help us
before it is too late. We didn’t ask for this and we are asking for access to treatment even if it means
we have to pay for it out of our own limited pockets.

Why doesn’t the Ontario testing protocols for Lyme include screening for chronic / older
infections instead of only screening for very recent infections? Most people with Lyme and other
tick-borne co-infections do not even realize there is a problem until it gets to the chronic worsening
stage. And unfortunately even then it mostly goes undiagnosed. In June 2016 it was only in sheer
desperation we decided to send Marc’s blood samples to IGeneX Inc. Laboratories in Palo Alto California
for 6 Lyme testing panels. When his results came back positive for an older Lyme infection we felt it was
well worth the $860.00 we paid out of pocket to finally know what was causing Marc’s illness and to
finally feel validated and hopeful. Our mood plummeted from hopeful to devastated when we started
knocking on physicians doors only to have them slammed in our sad faces. With each subsequent Doctor
Marc is sent to, he is told that it always some other elusive Doctor who is supposed to be treating his
Lyme. It's never the current Doctor. We found out we could not obtain any treatment in Canada. If only
we could put Marc into a cute doggie outfit.

Medical Schools administer the Hippocratic Oath upon graduation. All physicians at the beginning of
their bright careers in medicine swear among other things to do no harm to their patients (see appendix
1). Yet for some perplexing reason Doctors are acting in direct contravention of their oaths by refusing
to treat Lyme infected Canadians.

Dr. Philpott please put yourself in my position. How would you feel if this was your spouse or your
children or your parents or you in this predicament of being struck down with Lyme disease with no
access to the treatment you so desperately need. How would it make you feel to be told by your Doctors
that there are simply no Doctors that will treat Lyme disease in Canada? And to top it off how would you
like your various treating physicians to cast self-doubt by suggesting that perhaps it is all in your head
and you need to stop looking for answers and stop chasing red herrings and just woman-up or man-up?
God forbid this could be you or your loved ones in the future and should that time come you, like us, will
wish you had the same level of care and treatment for Lyme disease that your pet dog received for the
exact same illness.

Sincerely,
Alison Tardif
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Appendix 1: Hippocratic Oath
From Wikipedia, the free encyclopedia

Modern version
I swear to fulfill, to the best of my ability and judgment, this covenant:...

[ will respect the hard-won scientific gains of those physicians in whose steps [ walk, and gladly share such
knowledge as is mine with those who are to follow.

[ will apply, for the benefit of the sick, all measures which are required, avoiding those twin traps of
overtreatment and therapeutic nihilism.

[ will remember that there is art to medicine as well as science, and that warmth, sympathy, and
understanding may outweigh the surgeon's knife or the chemist's drug.

[ will not be ashamed to say "I know not," nor will I fail to call in my colleagues when the skills of another are
needed for a patient's recovery.

[ will respect the privacy of my patients, for their problems are not disclosed to me that the world may know.
Most especially must I tread with care in matters of life and death. Above all, [ must not play at God.

[ will remember that I do not treat a fever chart, a cancerous growth, but a sick human being, whose illness
may affect the person's family and economic stability. My responsibility includes these related problems, if I
am to care adequately for the sick.

[ will prevent disease whenever I can but I will always look for a path to a cure for all diseases.

[ will remember that I remain a member of society, with special obligations to all my fellow human beings,
those sound of mind and body as well as the infirm.

If I do not violate this oath, may I enjoy life and art, respected while I live and remembered with affection
thereafter. May I always act so as to preserve the finest traditions of my calling and may I long experience the
joy of healing those who seek my help.

Written in 1964 by Louis Lasagna, Academic Dean of the School of Medicine at Tufts University, and used in
many medical schools today.

"First do no harm”

It is often said that the phrase "First do no harm" (Latin: Primum non nocere) is a part of the Hippocratic oath.
The phrase as such does not appear in the oath, although the oath does contain Latin: ... noxamvero et
maleficium propulsabo (Also ... | will utterly reject harm and mischief).[6l

The phrase "primum non nocere" is believed to date from the 17th century (see detailed discussion in the
article on the phrase). Another equivalent phrase is found in Epidemics, Book I, of the Hippocratic school:
"Practice two things in your dealings with disease: either help or do not harm the patient".[Zl The exact phrase
believed to have originated with the 19th-century surgeon Thomas [nman.8!
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