The Safety Net

Stay informed with the latest insights, updates, and initiatives dedicated to
enhancing patient safety.

August 2026

Board of Directors Update

On behalf of the outgoing and incoming PFPSC Boards, we wish you the very best for
this summer edition of the newsletter!

This past quarter was a very busy one for the board and board committees.

This included the planning and preparations for our Annual AGM on June 25" with
special guest, Dr. Rob Robson who shared some of his experiences with patient safety
discussions he has had over the years. Amidst various board and board committee
reports and open discussion, a new slate of directors was approved. This new board
consists of four PFPSC members (Wendy Nicklin, Arvin Minocha, Donna Davis, Kathy
Kovacs Burns), and three non-members (Maryanne D’Arpino, Pauline Warden and Diane
Aubin). OnlJuly 14, at the first meeting of this new board, the Officers were confirmed:
Chair is Wendy; Vice Chair is Pauline; Kathy is Treasurer.

The Board Finance, Audit, Resources (FAR) Committee, chaired by Pauline, has been
busy coordinating our finances. After months of discussion and negotiation, in June we




sealed a one-year agreement with three collaborative funding partners. More details
will be shared regarding the partners and the agreement. The funds have been received
so that we can begin the process of implementing our plans this next quarter. One of
the first priorities is to recruit a new Executive Director(ED). The new ED will work
closely with our working groups —i.e. Membership, Knowledge Transfer,
Communications, HeArt of Healthcare Gallery, Mutual Healing and Patient Safety
Incident Management. We continue to seek other sources of funding including
sponsorships, along with in-kind supports. This has been more challenging than
anticipated. We have been very fortunate to have received donations from a few
members which kept our operations going while we awaited the collaborative funding
agreement. We invite members to assist us by providing suggestions for possible
funding sources that we can pursue with requests or proposals. We are also searching
for an accountant to volunteer and provide advice to the Board and FAR committee.

The Board Governance Committee, chaired by Maryanne, was busy this past quarter
recruiting, interviewing, and, based on a competency matrix, recommending individuals
for the board and committee membership. As mentioned in the All Member Meeting
notes there will be a Confidentiality form coming to each member to be signed and sent
back to the person indicated. You can preview the form here. Any questions can be
directed to Maryanne D’Arpino, Chair of the Governance Committee
madarpino@gmail.com A separate email will be coming from Janet with the

Confidentiality form.

The Board Communications Committee supported us to move forward with the
planning and implementation of a Think Tank which was facilitated by an external
PFPSC supporter and held on June 29". Some patient safety leaders, current and
retired, were brought together to answer strategic questions related to our priorities and
business approach. The results that will be used to inform our future business model as
aligned with our Strategy Plan. Results from this session will be shared once we have
the finalized report.

We continue to welcome members and non-members to consider joining the Board and
our Board Governance, Communications and Finance, Audit, Resources Committees,
and to contact Maryanne D’Arpino, Chair of the Governance Committee
madarpino@gmail.com at any time if interested in doing so.

We welcome feedback and suggestions - please contact Janet at

janet.bradshaw@patients4safety.ca or Wendy Nicklin at
wendynicklin2189@gmail.com.
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We wish everyone a relaxing and enjoyable end of summer, regardless of the
weather! Stay safe and keep well!

Mutual Healing Working Group Update

As it has proven difficult to find an organization willing to pilot the program, we are
refocusing our efforts towards disseminating information about mutual healing through
our other projects. Integrating the Mutual Healing framework directly into the Incident
Management resource that we recently developed will result in decision makers
discovering the program organically while reviewing incident management from the
viewpoint of harmed patients and families.

The MHP abstract was accepted for presentation at the International Society for Quality
Improvement in Healthcare (ISQua) conference in Ireland in Sept 2026. Wendy Nicklin
had plans to attend so will represent PFPSC doing the presentation.

Wendy Nicklin/Donna Davis-Co-chairs, Dale Nixon, Linda Hughes, external ad hoc
members- Alice Watts — pharmacist ISMP, Amy Nakajima-physician, Diane Aubin-
Consultant

Knowledge Transfer (KT) Working Group Update



The KT Group is working on the campaign for World Patient Safety Day (WPSD) (Sept.
17/26) focusing on people living with chronic, noncommunicable diseases (NCDs)
under the slogan ‘Safe Care for Life!’. The campaign highlights the importance of
preventing harm across the continuum of NCD care and in preserving life and the
quality of people’s lives.

Thank you to PFPSC Members who are shared their lived experiences with chronic
diseases/conditions. PFPSC Members used the guiding questions below to shape their
lived experiences with chronic conditions:

e Whatis your chronic disease/ condition?

e How long have you had it?

e How has having a chronic condition impacted your life- your family’s life?

o What difficulties have you experienced in obtaining and receiving healthcare for
your chronic condition?

e From your experience, what can be done to make your healthcare better and

safer?

Look for the WPSD webpage in early September. Please share on your social media

platforms.

The KT Group continues to assist the Communication Group with social media posts-
follow PFPSC on LinkedIn, Instagram and Facebook.

The KT Group is also moving forward with a podcast plan. More to come soon.....
We invite and look forward to your involvement!

Members are: Kathy Kovacs Burns, Esha Ray Chaudhuri, Paula Orecklin, Andrew Milroy
and Theresa Malloy-Miller (Chair).




Communication Group Working Update

Supporting Communication and Connection

We are happy to have Paula Orecklin and new PFPSC member, Clare Robertson, join the
CWG.

At our meeting on May 22" the TOR for the group were reviewed and confirmed. We feel
the website needs reviewing as well which we plan to work on in the coming months. It
was brought forward that the website appears too sterile (hospital-like). Making it more
personable and human will be our goal. Suggestion that one of the CWG have a direct
contact with the web company, Binary Logic to ensure the website reflects our patient
voice. This will also allow us to get the analytics from the website which will be posted
in the CWG reportin the quarterly Newsletter.

Another goal of the CWG is to leverage social media to champion the patient voice,
driving meaningful dialogue and shared learning between patients and healthcare
professionals and establishing a trusted channel that educates the public, patients and
healthcare providers about patient safety. To this end, Jighesh Padia has kindly offered
to be the lead for the social media posts with Theresa Malloy Miller and Donna Davis
offering assistance. If you have any ideas for social media posts please contact one of
the above or send a message to hello@patients4safety .ca

There was an excellent response to our request for members to submit their stories that
align with the World Patient Safety Day (WPSD) focus on safe care for patients with Non-
Communicable (Chronic) diseases/conditions with the theme “Safe Care for Life.”
These stories will be foundation for the PFPSC recognition of WPSD. Be sure to go to the
PFPSC website at the beginning of Sept. to see the PFPSC support of WPSD Sept 17.



As always we welcome your ideas and new members for the CWG and if you haven’t
sent in your member profile please do so, along with a picture, so we can get to know
you!

A work plan for this fiscal year will be forthcoming.

Donna Davis-Chair, Shalini Periyalwar, Sanja Pavlovic, Paula Orecklin, Clare Robertson

Patient Safety & Incident Management Update
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Discussion between the Board and the PS/IM WG will take place to determine how the
dissemination of the recently developed Incident Management/Mutual Healing resource will take
place.

An abbreviated version of the resource was presented to the Ontario Patient Safety Ombudsman
staff. It was received very well with potential for the full Workshop to be presented this fall.

Discussion is taking place on whether this Working Group has served it purpose and will be
dissolved. Promoting, sharing and seeking opportunities to facilitate the Incident
Management/Mutual Healing Resource in a workshop will potentially become part of PFPSC daily
work. The members will be kept updated on the decision. UPDATE- This group and the MHWG
have combined to form “The View From Here Working Group” which will work towards
amplifying and promoting the Incident Management resource “The View From Here”. The
resource is in the hands of Binary Logic and will soon be on the PFPSC website. We are so
happy to have most of the members from each group continuing on the WG and invite other
interested members to contact the chair if you’d like to join.

Donna Davis-Chair, Dale Nixon, Linda Hughes, Theresa Malloy-Miller, Melissa Sheldrick



Membership Working Group

Welcome to Paula Orecklin who has joined the MWG. So happy to have her on board!

Welcome to Clare Robertson, our newest PFPSC member! Clare saw our message on Instagram to
join PFPSC-social media helping us to reach the public! We will have discussion regarding
frequently reposting this message about joining PFPSC.

The discussion about membership recruitment and membership options was on hold while funding
was sought. Now that we have funding in place for the 26/27 year these discussions will resume as
well as a work plan for the year. Member input will be sought so please watch for an email with this
request.

We are happy to have Linda Hughes move into the Chair position. Donna Davis will remain on the
working group. We could use one or two more members on the MWG so if you’d like to become
more active in the work of PFPSC please contact any of the members below.

Linda Hughes-Chair, Melissa Sheldrick, Donna Davis and Paula Orecklin

Members Profile



VIKRAM BUBBER

When Vikram Bubber was just five years old, he
began to have issues with his right ear. It turned
out

to be cancer.

A life-long battle with health issues followed,
which deeply impacted Vikram both personally

and

professionally. Despite this, or more likely
because of it, he chose a life of giving back.
Vikram has

been a patient advocate for more than 20 years
and a community advocate for the last 5 years.

“I’m happy with the way things are right now,”
says Vikram. “l spend my time volunteering and
giving

back.”

Vikram has volunteered with numerous
organizations. In addition to the Kwantlen
Polytechnic

University Foundation, he has given his time to
the BC Cancer Agency, Richmond Center for




Disability, UBC, City of Delta, City of Vancouver,
Equal Access Collective and many other health

organizations &amp; authorities. Much of his
volunteer work is as a motivational speaker. He
has a story to

telland it’s not always an easy one to listen to.

After two years of radiation and chemotherapy
treatments as a child, the cancer in his ear was

eradicated, but there was a cost. He has
profound hearing loss in his right ear and partial
hearing loss

in his left. The same radiation that cured his
childhood cancer caused a bone tumour to
develop more

than 20 years later in Vikram’s right cheekbone.

Vikram worked for his father’s accounting firm
and then started his own bookkeeping business
when

his health once again took a turn for the worse.
In 2017, he had a transient ischemic attack,

commonly known as a mini stroke. The stroke,
along with his short-term memory loss, prevents

Vikram from continuing to work a traditional
nine-to-five job, but it hasn’t slowed down his
community

work. He’s become one of the most engaged
patient experts, by speaking at different post-
secondary

institutions and working on several committees
within different health authorities and
organizations

locally &amp; nationally. He has recently joined
a mobility &amp; accessibility committee for
the city of Delta



and has started advocating for people who have
physical &amp; mental challenges.

“It’s so important to treat each other as equals,”
says Vikram. “l want to change the status quo
and

help remove stigmas and biases in our
community. | just feel like this is my niche,
where | belong. I’'ve

had a few bumps along the way, but that’s life.”

Jignesh Padia

Jignesh has been a member of Patients for Patient
Safety Canada since 2013. A husband and father of
a 14-year-old boy, he is also a passionate patient
safety advocate. Having experienced healthcare
systems and services in India, Scotland, England,
and Canada, he brings a broad, international
perspective to his work.

For nearly a decade, Jighesh worked as a quality
improvement and risk management consultant for
the Saskatchewan Cancer Agency, where he is
proud to have implemented a successful safety
reporting system for both patients and staff.
Throughout his career, he has participated in
numerous root cause analyses alongside patients,
families, and staff, always with the goal of improving
safety and reducing risks for everyone involved.

Jignesh is a Certified Manager of Operational
Excellence through the American Society for Quality
and a Lean Six Sigma Black Belt. With years of
experience collaborating with healthcare boards of
directors and senior management, he is well-
regarded in his organization for developing

electronic safety reporting systems. Since 2016/17,




he has also served on a local patient safety advisory
committee for the Saskatchewan Health Authority.
His long-term goal is to develop a patient safety
reporting kiosk, which would allow patients and
visitors to report occurrences and near-misses
directly to their care teams, fostering more robust
partnerships and driving meaningful improvements
in the healthcare sector.

We will feature 2-3 member profiles in each newsletter to get to know each other better.
Please send your profile and picture to hello@patients4safety.ca

Guest Corner Publication: Thank you Shalini Periyalwar for soliciting input from Dr Prasad who has
kindly provided an article focused on the misdiagnosis of Epilepsy in Children.

The Silent Epidemic: Patient Safety and the Misdiagnosis of Epilepsy in Children

Asuri N Prasad, MBBS, MD (Pediatrics), FRCPC (Pediatrics and Neurology), FAES
Professor Emeritus
Faculty of Medicine
Department of Pediatrics and Clinical Neurosciences
Western University,
London, ON, Canada

For parents and caregivers, few experiences are more terrifying than witnessing a child lose
consciousness, turn deathly pale, or begin to shake uncontrollably. In the heat of such a

moment, the mind often jumps to one word: seizure. When these families seek medical help,

they often find that doctors, too, are quick to label these events as epilepsy. However, a growing
body of medical research suggests that we are facing a significant problem with misdiagnosis.
Studies in specialized clinics have found that as many as 23% to 39% of children referred for
“difficult-to-treat” epilepsy do not actually have the condition. The implications of this “silent
epidemic” are profound. It is now imperative that we address the clinical gaps and the “false
perception that to miss a diagnosis of epilepsy carries grave risks” which frequently drives this over-
diagnosis. A child misdiagnosed with epilepsy may be subjected to years of unnecessary
medication with serious side effects, face social stigma, and experience restricted lifestyle
choices. Perhaps most dangerously, a false diagnosis of epilepsy often means the real cause of the
child’s episodes—which could be a treatable heart condition or a benign fainting spell—remains
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hidden. Understanding why this happens and how to prevent it is essential for improving patient
safety and ensuring children receive the right care at the right time.

The Challenge of the “Great Imitators”

The primary reason epilepsy is so frequently misdiagnosed is that many non-epileptic events

look remarkably like seizures. These are often referred to as the” great imitators” Chief among
these is a condition known as Reflex Anoxic Seizures, or RAS. RAS typically occurs in infants and
preschool-aged children. It is not caused by spontaneously initiated abnormal electrical activity in
the brain—the hallmark of epilepsy—nbut rather by a temporary pause in the heart’s rhythm triggered
by a sudden shock, pain, or fright. For example, a child who bumps their head or gets a sudden
fright may let out a small gasp, turn “deathly white” and then lose consciousness due to a critical
and temporary drop in blood flow to the brain. This is often followed by a period where the child
becomes stiff or has brief jerking movements of the limbs. To a frightened bystander, this looks
exactly like a generalized tonic-clonic seizure. The real cause is the heart slowing significantly or
pausing because of an overactive vagus nerve or irregular rhythm. While these events are benign
and children almost always outgrow them without any long-term damage to the brain or heart, they
are frequently mislabeled as epilepsy. In some cases, this leads to children being prescribed anti-
epileptic drugs for years for a condition that requires nothing more than parental reassurance and
education.

Other seizure mimics that can be mistaken for epileptic seizures, include common fainting
(syncope), breath-holding spells, and even night terrors or migraines. In older children and
adolescents, doctors also see Psychogenic Non-Epileptic Seizures (PNES), which are physical
manifestations of psychological distress rather than electrical brain disorders. Because these
look so much like “real” seizures, distinguishing between them requires a high level of expertise
and a very careful investigation of the child’s history.

The Pitfalls of Modern Diagnosis

One might assume that modern medical technology, such as the Electroencephalogram (EEG),
would prevent these mistakes. In reality, the “abuse” or over-interpretation of the EEG is a
contributory leading cause of misdiagnosis in many situations. The EEG is not a “yes or no” test for
epilepsy. Many children who definitely have epilepsy will have a normal EEG between seizures.
Conversely, a small percentage of perfectly healthy children who never have seizures will show
unusual electrical patterns on an EEG that can be misinterpreted as “epileptiform” by less
experienced clinicians. When a doctor sees a child who had a “shaking spell” and then sees a
slightly unusual EEG, they often feel pressured to start treatment. Furthermore, diagnosis relies
heavily on eyewitness accounts. Parents and teachers are often too frightened during an event to
notice the subtle details that help a specialist distinguish a “fit” from a “faint.” For instance, did the
child turn pale before the shaking started? Was there a clear trigger, like a minor injury or a loud
noise? Without these details, the default diagnosis is often epilepsy.

Systemic Failures and the Human Cost
The consequences of misdiagnosis are not merely academic; they have a devastating impact

on families. One of the most famous cases involved a pediatrician in the United Kingdom whose
practice was reviewed after mounting concerns from parents. The investigation found that



nearly a third of the children he had diagnosed with epilepsy were misdiagnosed.

The human toll in this case was staggering. One child was prescribed as many as 36 tablets a

day, including five different types of anticonvulsants and steroids. These medications are
powerful chemicals that can cause sedation, behavioral changes, and in some cases, serious
long-term side effects like tunnel vision. Beyond the side effects of medication, the label of
“epilepsy” itself carries a heavy burden. Children may be barred from sports, swimming, or certain
school activities. As they get older, they may face hurdles in obtaining a driver’s license or finding
employment. When this burden is placed on a child who doesn’t even have the condition, itisa
tragedy that could—an should—be avoided.

Missing the “Red Flags”

Perhaps the most dangerous consequence of misdiagnosing epilepsy is the “missed” diagnosis.
While conditions like RAS are benign, other causes of fainting can be life-threatening. A prime
example is Long QT Syndrome, a rare but serious heart rhythm disorder. In these cases, the
“seizure” is actually a sign that the heart is struggling to pump blood to the brain. If a

doctor labels this as epilepsy and focuses only on the brain, they may miss the underlying
cardiac issue entirely. This puts the child at risk of sudden, fatal heart failure. This is why
experts emphasize that any child who experiences an unexplained loss of consciousness
should have an Electrocardiogram (ECG) to check their heart rhythm and if necessary a period
of cardiac monitoring (Holter), regardless of how much the event looked like a seizure.

A Path Forward: Improving Care and Safety

How can we improve safety and ensure children receive an accurate diagnosis? The solution

lies in a combination of better clinical practice and empowered parents. First, the “gold standard”
for diagnosis is a detailed history. Specialists urge parents and doctors to focus on the “trigger.”
What was the child doing just before the episode? Was there a bump to the head, a hot bath, ora
moment of frustration? Identifying a clear trigger that occurs repeatedly in the context of an event of
concern, is often the strongest evidence that an event is not epilepsy except in very special
circumstances. Second, the rise of smartphone technology has provided a powerful tool for
diagnosis: home video. Parents are encouraged to try and record the events if they recur. Avideo of
the onset, the movements, and the recovery period is often worth more than a dozen EEG tests. It
allows a specialist to see the “semiology”—the specific physical sighs—that can distinguish a
fainting spell from a true epileptic seizure. Third, we must move toward a system where the
diagnosis of epilepsy in children is made or confirmed by specialists with specific training in the
condition as far as possible.

The Role of Pediatricians and Specialists

General pediatricians make tremendous efforts to deliver outstanding care to children. Their
dedication and commitment are essential to the health and well-being of their young patients.
However, epilepsy presents unique challenges that set it apart from other conditions.

As a result, the management of epilepsy has evolved into a distinct subspecialty within pediatric
neurology. This specialization allows for deeper expertise and a more nuanced approach to
diagnosing and treating epilepsy, helping ensure children receive the most accurate and



effective care possible. Shared-care agreements and referral to dedicated “fits and faints” clinics
can ensure that difficult cases are reviewed by those with the expertise to spot the imitators.
Finally, there must be a low threshold for “diagnostic re-evaluation.” If a child is diagnosed with
epilepsy but their seizures do not respond to medication, the first question should not be “Which
drug do we try next?” but rather “Is the diagnosis correct?”

Conclusion

Misdiagnosis of epilepsy represents a notable yet addressable challenge. Enhancing public
awareness regarding conditions such as Reflex Anoxic Seizures, seizure mimics, prioritising
comprehensive cardiac evaluations including ECGs, and leveraging resources like home video
recordings collectively contribute to minimizing unnecessary interventions for children. The use
of specialized resources such as electroencephalography, video EEG monitoring require
interpretation at the hands of qualified specialists in the field of epilepsy. The overarching
objective is to ensure that each child who experiences a concerning episode receives an
accurate and informed assessment, rather than a premature diagnosis, thereby promoting their
recovery based on precision and safety.



Is it Really Epilepsy?

Protecting Your Child from Misdiagnosis

To raise public awareness about the high rate of epilepsy misdiagnosis in children
and empower parents with an action plan for accurate diagnosis.
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What Our Members Are Up To:

Kim Neudorf

Co-author: Langford BJ, Vigneswaran S, Daneman N, et al. Antimicrobial stewardship:
coming to a community pharmacy near you? A cross-sectional study to understand the
perspectives of pharmacists, prescribers and the public. Antimicrobial Stewardship &
Healthcare Epidemiology. 2026;6(1):e178. doi:10.1017/ash.2026.10410

Art publication: Centre for Advancing Collaborative Healthcare Education. Special
Issue on Patient, Family, Caregiver

Partnership https://issuu.com/cache_uoftuhn/docs/together_stories_of_collective_imp
act_vol._4.2_s

"Does Isolation Have to be Isolating?" (Kathy Kovacs-Burns also has an article here.)

Maintenance Meeting: Cleaning and Disinfecting Healthcare Facilities CSATSC
Z257.16

Research Study co-author: Outpatient Antimicrobial Stewardship priorities with
Society for Healthcare Epidemiology of America

Civil Society Member : World Health Organization Civil Society Task Force on AMR
meetings

Sepsis Canada: Planning underway for World Sepsis Day September 13
Art: Working on an additional piece for my "Bench" series.
Eileen Chang

Eileen Chang was invited and has participated as an ‘expert reviewer’ for the Institute for
Safe Medication Practices (ISMP) Canada for upcoming supplemental bulletin,
“Medication Incidents Contributing to Hospital Readmissions”

Frankie Eposi

Frankie has been reviewing consumer newsletters for the Institute for Safe Medication
Practices Canada (ISMP Canada). Itis very rewarding as the final edition goes directly to
the public.

Donna Davis

e Continues to provide the patient perspective for the development of Train the
Trainer- Disclosure after a Medication Incident led by ISMP Canada
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e Presented an abbreviated version of the Incident Management/ Mutual Healing
resource PFPSC developed to the Ontario Patient Safety Ombudsman team on June
3" There is potential to give the full workshop to the team this fall.

Final Thoughts...Your Right to Ask Questions & Seek a Second Opinion:

A second opinion can tell you that all the right tests have been done and that the test
results have been interpreted properly. Hearing what another doctor says may help you
feel better and more confident about your treatment decisions.

Can a patient reasonably expect to get a timely second opinion?

e The CMA's Code of Ethics and Professionalism states "Respect the patient's

reasonable request for a second opinion from a recognized medical expert."
e The Canadian Cancer Society provides some guidance on
getting second opinions.

e Some private insurance companies cover the costs associated with getting
a second opinion. It's a good idea for patients to check with their insurance
providers prior to meeting a doctor for s second opinion. For example,
see Sunlife

Finally, the provincial healthcare authorities also provide information
on second opinions. For example, Alberta's health information site suggests:

If you aren't comfortable asking your doctor for a name, check with your provincial
health plan, a local medical society, or the nearest university hospital.

Be sure to tune in to CBC Second Opinion -a weekly health and medical newsletter
and podcast produced by CBC News. Issues of the day and beyond keep you
informed on what is going on in healthcare in Canada.

PATIENTS 2 ENTS POUR LA
PATIENT snu:en'l ITE DES PATIENTS
CANADA DU CANADA



https://www.cbc.ca/player/play/video/1.1796239
https://policybase.cma.ca/viewer?file=%2Fmedia%2FPolicyPDF%2FPD19-03.pdf#page=1
https://cancer.ca/en/living-with-cancer/coping-with-changes/working-with-your-healthcare-team/getting-a-second-opinion
https://cancer.ca/en/living-with-cancer/coping-with-changes/working-with-your-healthcare-team/getting-a-second-opinion
https://www.sunlife.ca/content/dam/sunlife/regional/canada/documents/gb/looking-for-a-second-opinion-on-your-medical-diagnosis-mc1196.pdf
https://myhealth.alberta.ca/health/Pages/conditions.aspx?hwid=ug5094

