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EXECUTIVE SUMMARY

There is an urgent need to improve the support of people living with long COVID in the GTA.
Initial government action should focus on increasing the capacity of health and social care
systems to offer appropriate treatment and support, ensuring equity in access to treatment and
outcomes of treatment. For our response to be fair, we need to take action on the social
determinants that influence the risk of contracting and recovering from long COVID.

There are 12 specific policy recommendations for government covering three areas: knowledge
mobilization, improving the capacity of primary care and multidisciplinary long COVID health
services.

Knowledge Mobilization
Significantly increasing knowledge and awareness of COVID-19 prevention practices, the risk of
long COVID, and how to access care is critical to improving long COVID outcomes.

1 o The Government of Ontario should develop and lead a communications strategy in
collaboration with other levels of government to educate the general public about long
COVID and ways to access care.

2 o The Government of Ontario should build on existing community partnerships and
collaborate with municipalities to raise awareness of the risk of long COVID and available
health care services among those who are structurally disadvantaged, such as low-income
and frontline workers, persons with disabilities and Black and other racialized communities.

3 o The Ministry of Health, Ontario Health, regulatory colleges and others should ensure regular
dissemination of new resources and clinical standards for assessing and treating long
COVID in order to reflect evolving knowledge and needs in different regional contexts.

4. The Ministry of Health and Ontario Health should collaborate with relevant parties to ensure
that health-care providers and community groups are given the information they need to
connect their patients and/or clients with economic and social supports.
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Primary Care

Primary care is the main source of care for long COVID patients worldwide. Improving the capacity
of Ontario’s overburdened primary care system and ensuring health-care providers can identify and
diagnose long COVID is essential to ensuring patients receive appropriate treatment and support.

1.
2.

3.

The Government of Ontario should immediately act on the Public Policy Forum's 10-point
“to-do list” for improving access to and equity of primary care.

The Government of Ontario should implement the recommendations in the report from the
federal Task Force on Post COVID-19 Condition, specifically in relation to clinical practice
and services to ensure adequate care for those with long COVID, with the additional goal of
prioritizing equity in outcomes for low-income, Black and other racialized communities.

The Government of Ontario should expand access to care for people with long COVID by
improving access to family physicians as well as urgent care centres, mobile clinics and
virtual care.

The Government of Ontario should work with the federal government to develop a national
health data system and work in collaboration with primary care providers to use collected
data to improve clinical practice and develop appropriate system responses for long COVID
and other chronic conditions.
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Multidisciplinary Long COVID Clinics

Most care for long COVID happens in primary care. However, the complex nature of the illness can
require specialized multidisciplinary teams. Increasing our capacity to offer health and social care
(and equitable access to that care) is vital for adequate treatment and support of those with long
COVID.

1 o The Government of Ontario should provide increased and ongoing funding for public, not-
for-profit long COVID clinics and ensure they are adequately staffed.

2 o The Government of Ontario should use existing COVID-19 community partnerships to
identify and help populations with higher risk of infection get the care they need, including by
allowing for atypical routes to specialized care, such as long COVID clinics in neighbourhoods
with higher rates of COVID-19.

3 o The Government of Ontario should work with health-care providers, long COVID community
groups and those with lived experience to develop a province-wide directive on the requirements
for access and referral to long COVID clinics to ensure consistency and coordination.

4. The Government of Ontario, Ministry of Health and Ontario Health should work with service
providers, those with lived experience and high-risk populations to develop and evaluate long
COVID clinics and care programs to ensure equitable access and appropriate care.
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INTRODUCTION MORE THAN

More than 1.4 million Canadians have experienced long COVID
symptoms'. The number of people currently living with long COVID, 1.4 MILLION
and the increased risk of contracting long COVID with every infection CANADIANS

of COVID-19 means that it will be a significant cause of disability HAVE
moving forward. The impact on individuals and their families, along
with broader labour market and economic impacts, makes long EXPERIENCED

COVID an important health and social care issue. LONG COVID

People currently report problems accessing care and support for long SYM PTO M S,
COVID, which leads to significant avoidable stress, disability and

poorer outcomes. But policy action to remedy these issues has been

slow in Canada. The federal government’s recent commitment of funds for a long COVID research
network and the development of clinical guidelines®is a good first step for starting to address the
issue. However, much more work still needs to be done.

Wellesley Institute’s “Health Care Experiences of Those Living with Long COVID in the GTA”
suggests that gaps in the understanding of the condition and insufficient capacity for care have led
to an inadequate response from Ontario’s health system?.

There is a relationship between sociodemographic factors, the risks of long COVID and health
outcomes. Low-income, Black and other racialized groups can be at higher risk of long COVID and
are more likely to face barriers accessing health care and other supports®. The increased risk and
burden of long COVID>*, is further compounded by other social factors including access to
housing and social supports, income and working conditions, racism and other forms of
discrimination.

The following paper builds on Wellesley Institute’s research and policy work in the area’ and
provides recommendations and next steps for government and other relevant. These include
specific actions focused on increasing knowledge and awareness, primary care capacity and
interventions, and equitable access to long COVID clinics. The identified initiatives can be
implemented immediately and will help reduce inequities in access to health care services if
designed and funded properly. To ensure this, the province and other actors must establish
publicly available targets and proper data collection for monitoring progress towards achieving
those targets.

Prevention and policy action on the social determinants of health are essential for improving
outcomes for long COVID patients and their communities.
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KNOWLEDGE MOBILIZATION MANY

Many people are unaware of the risk of developing long COVID. This can P EO PLE ARE
lead to a lack of concern which has likely been heightened by the lapsing of
public health measures aimed at preventing acute COVID-19 infection®. U NAWARE 0 F
Strategies aimed at raising awareness of the risks of long COVID among THE RISK OF
the general population will be critical to preventing and addressing long
COVID. Prioritizing low-income, Black and other racialized and DEVELOPING
marginalized groups will be particularly important to lessen the LONG COVID.
disproportionate impact of COVID-19 and long COVID on these groups.

Improving knowledge of the health and social care systems will also be key.

As is common with any new illness, knowledge of the best way to diagnose and treat long COVID
has changed as more information becomes available. The prognosis is also evolving. Lack

of standardization of diagnostic criteria and treatment options interacts with lower levels of
awareness of long COVID, which makes it difficult to get appropriate and timely care.

Gaps in knowledge about long COVID are a key feature of people’s interactions with health-

care providers. The lack of information about how to definitively identify and treat long COVID
contributes to health-care providers using varying approaches to diagnose and identify care
pathways. The Wellesley Institute study showed that while some providers supported patients by
investigating potential options for addressing long COVID symptoms despite limited knowledge,
others failed to validate the condition and dismissed symptoms as being psychological. Those with
long COVID sometimes face other forms of internalized and enacted stigma® from health-care
providers and members of the public such as shame of their condition and assumptions the illness
is not real due to its often-concealable symptoms. Health-care providers also varied in how they
facilitated access to social and economic supports such as paid sick leave, workplace accommodations
and income support programs, which could help to improve health and wellbeing outcomes.

Recommendations

Ontario has taken the first steps towards helping physicians better understand and assess long
COVID by developing and disseminating clinical guidelines and resources on long COVID for
primary care physicians*.

As our knowledge of long COVID is evolving, these resources should be continually updated
and improved to ensure that health-care providers are aware of evolving knowledge and needs
in different regional contexts. Ontario Health should develop and then keep current a clinical
service standard based on new medical research, expert opinion and patient experiences for
the management and treatment of long COVID. This will ensure greater and more standardized
quality of care for long COVID patients.

Ontario Health and other relevant parties should prioritize the provision of accurate information
about long COVID to health-care providers, with engagement from communities with lived
experience and expert providers, to ensure that clinical standards, guidelines and other resources
reflect the need for culturally safe care and create an environment that minimizes stigma
associated with long COVID. This will help improve patient experiences, including for those who
have had invalidating experiences seeking care.

The Health Care Experiences of People Living with Long COVID in the GTA 5



Barriers to accessing care are linked to social determinants of health including housing,
employment, racism, immigration status and access to transportation. Primary care providers
must be aware of how these factors intersect and influence the risk and burden of long COVID to
improve patients’ care experience. They can better support patients by asking about their social
history and use this to refer or connect them with relevant supports. Policy makers must also
consider how specific programs to improve social and economic conditions, such as adequate
income benefits for marginalized groups, can reduce long COVID inequities.

Efforts to mobilize knowledge about care pathways for clinicians should focus on increasing
awareness about how family physicians and other health- and social-care providers can facilitate
access to income supports and other social and economic supports needed by those living

with long COVID. Current guidelines could be updated with hyperlinks to support assessment
and referrals for those who use digital copies. The Ministry of Health, Ontario Health and the
regulatory colleges and representative bodies of relevant actors should develop an outreach
strategy to more widely disseminate this information. This may include providing information
on facilitating access to paid sick days, disability benefits, legal aid and support services for
housing and income assistance. Health-care providers can also work with patient navigators, case
managers and others to ensure patients receive ongoing care and support'>. Some resources in
these areas already exist"’.

The recent commitment by the federal government to a pan-Canadian research network and
the development of new evidence-based clinical practice guidelines is a fundamental step in
informing coordinated future responses from the health system'". To support this development,
the federal government should work on a communications strategy with provincial and territorial
governments and people with lived experience to raise awareness and educate the general public
about long COVID. Increased awareness may allow individuals to recognize their symptoms

and seek medical help as well as promote COVID-19 prevention efforts such as masking and
vaccination. This can start with disseminating information to patients through the health care
system, with educational materials and resources available in a range of settings like community
health centres, family physician offices and hospitals. They can be distributed through other
public settings such as libraries, community centres and schools. Materials should be designed in
collaboration with patients, researchers, health-care providers and community organizations.

Outreach to target marginalized groups with poorer access to primary care and health services
will be important. This can be done through partnerships with local public health units and
other existing community networks. In Toronto, Vaccine Engagement Teams have been key

to addressing inequities in vaccination coverage by using community members as points

of contact across diverse neighbourhoods to build vaccine confidence and amplify public
health messaging. This present model could be expanded through increased and ongoing
funding to include outreach around long COVID along with acute COVID-19 prevention
efforts. The Government of Ontario should work with municipalities through the High Priority
Communities Strategy to use evidence-based engagement strategies to partner and co-develop
approaches with communities, especially those who are at highest risk for long COVID and
those with the least access to care and support.
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PRIMARY CARE MOST PEOPLE
Most people with long COVID first go to primary care for help. Family WITH LONG

practices can offer direct assessment, support for patients in self- COVID FIRST
managing their condition, medication, comorbidity management and
referral to other health services such as rehabilitative care. Wellesley GO TO

Institute research suggests that lack of access to a primary care provider | PRIMARY

and inadequate knowledge about long COVID by family members and CARE FOR
general practitioners contributed to negative experiences. In some
instances, this was also a barrier to accessing additional services. HELP.

A primary care provider who knows the patient’s history and can take
a holistic view of their physical, psychological and social needs may be in the best position to
coordinate care and implement a recovery plan.

In Ontario there are inequalities in access to primary care based on income and other
socioeconomic factors®.

In addition to barriers to accessing primary care, a lack of capacity of primary care providers

to respond to the growing demand for long COVID services has the potential to contribute to
inequitable outcomes for those with the condition. Well-publicized difficulties in accessing mental
health supports will also compound the problems®®.

Recommendations

Access to comprehensive and high-quality primary care for historically marginalized
populations is critical for reducing health disparities. Those facing challenges in accessing
primary care may face higher rates of preventable hospitalizations and lower quality of care’s.
The Government of Ontario must ensure it delivers equitable access to primary care for those
most in need including Black and other racialized groups, older persons, low-income
households and those living in rural and remote communities. While reforms to primary care
will require long-term, structural, multi-level actions, many things can be done now to improve
equitable access to and outcomes from primary care.

A report by the Public Policy Forum provided an “urgent to-do list” for primary care reform that
will address equity gaps in care and improve health outcomes*. Actions that can begin to be
implemented now include:

® reforming the compensation models of primary care providers to reflect the complexity
of their work and the diversity of the populations they serve,

® measuring and publicly reporting on the progress towards universal access to primary
care®, and

® integrating individuals’ medical information to ensure patients data at all levels are
aggregated and used to identify and address equity gaps in care.

Action on these recommendations will advance health equity within primary care for all,
including those with long COVID.
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Additional targeted recommendations from the report of the federal Task Force on Post
COVID-19 Condition include several that aim for better management of the condition in
primary care . These should be taken up by Ontario with the additional goal of prioritizing
equity in outcomes, including equitable access to a consistent primary care provider for Black
and other racialized and low-income communities and subsequent treatment and referral to
specialist services for chronic symptoms or conditions associated with long COVID.
Expanding and integrating the roles of community health providers, social service providers
and public health units to support primary care teams would allow more people with long
COVID to access urgently needed treatments and supports and reduce disparities.

The recent agreement between the federal and provincial governments to increase health-
care funding through the Canada Health Transfer (CHT) could potentially advance these
recommendations. However, the agreement currently lacks commitments to prioritize equity
in the allocation and implementation of new funding>"**.

A key step to achieving this is to urgently move forward with developing a national health

data system which will require action from all levels of government and health-care service
providers. Ensuring the collection of comprehensive, accessible, integrated and comparable
disaggregated sociodemographic data is necessary to identify population needs and to develop
suitable health system responses for long COVID?*.

These efforts to eliminate larger disparities in access to primary care for those facing
significant barriers may take some time. In the interim, the provincial government should
consider developing a number of solutions that provide many pathways for people to receive
appropriate and quality care, including specific measures to help those with long COVID
and other chronic conditions immediately. While getting barrier-free access to primary care
should be the priority, to ensure more people are able to be assessed faster, an expansion

of Health Connect Ontario is one way to ensure people with long COVID symptoms can be
assessed, referred to specialist care where needed, and receive on-going assistance with self-
management, treatment and co-morbidity management.

All other solutions must address three major things. First, primary care providers must be
supported in increasing their knowledge and understanding of long COVID and the complex
and evolving needs of and pathways available to patients. Developing care protocols to ensure
proper standard of care is in place will be essential to reduce inequities.

Second, providers should be equipped with the right tools to support those with long COVID. This
may include resources on referral pathways and how to access community and social supports.

Lastly, the provincial government should focus solutions on significantly expanding options
for care pathways for those without access to primary care. The province should also significantly
increase investments in community health centres, urgent care centres and mobile clinics, all

of which could provide open door access to those with long COVID. It should also consider how
specialized virtual care (which does raise specific questions of digital inequity) could be part of

a holistic solution. Ensuring equitable access and equitable treatment regardless of the care
pathway will be fundamental in the development of all solutions.
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MULTIDISCIPLINARY LONG COVID CLINICS GROWING
The establishment of specialized long COVID clinics emerged in some DEMAND FOR

jurisdictions early in the pandemic, including the network of clinics

funded by National Health Service (NHS) in England. These referral- TH ES ELIMITED
based clinics are meant to provide those experiencing symptoms SERVICES
with comprehensive medical assessments and an integrated care REVEALED

pathway led by multidisciplinary teams. However, growing demand
for these limited services revealed inequitable access along the lines of INEQUITABLE
socioeconomic status. ACCESS

Ontario established some specialized clinics to address long COVID, although very few are

publicly funded and some patients pay out-of-pocket for care through private services. Anecdotal
evidence from other jurisdictions suggests that patients using long COVID clinic services do not
reflect the demographics of those most at risk for the condition®*. Due to lack of availability
across the province, there may be long wait times for access and other barriers such as varying
requirements and referral processes”. Findings from Wellesley Institute‘s study also indicate a lack
of standardized, integrated and organized communication about long COVID clinics, including
eligibility for access, referral process and availability of services.

These issues were reflected in Wellesley Institute’s study, with some participants noting that long
wait times even after receiving a referral to a long COVID clinic meant those who could afford it
opted to pay for supplementary private services. This highlights the need for policies to address
these barriers to long COVID services and programs to ensure equitable access to treatment.

Recommendations

The Government of Ontario should ensure that those with long COVID are able to get an
appropriate level of care such that they are able to have a good quality of life and the impact of
long COVID is minimized. One way to do this is by delivering increased and ongoing funding
for public, not-for-profit long COVID services and programs, which will build capacity of these
services to provide equitable care. The number and capacity of these specialized long COVID
clinics should be based on population needs and the provincial health system should work to
ensure that those with the greatest level of need are prioritized. The province can use tactics
developed during the height of the pandemic to identify which populations are highest risk
and prioritize getting them the care they need. This can include allowing for atypical routes to
specialized care such as long COVID clinics, specialized care based on needs, or giving extra
funding and supports to local community health centres and other primary care providers who
work with groups with a higher risk of infection.

Another important step to improve equity in access to long COVID clinics is to ensure greater
consistency and coordination in the requirements for access and referral processes for entry
into long COVID clinics. To implement this, the Minister of Health can issue a province-wide
directive to develop provincial referral standards under the Local Health System Integration
Act, 2006. Consistency and coordination on requirements and referrals would facilitate better
data collection on what services are available, where and to whom, which would allow for an
analysis of equity in service access and outcomes.
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Working with service providers that work in the areas of social determinants of health, those
with lived experience, and high-risk populations in the co-designing and developing long COVID
clinics and care programs is crucial to address service-based inequities. During the height of

the pandemic, province and city-built community partnerships were integral in helping public
health initiatives reach low-income, Black and other racialized populations. An example of this
was Ontario’s High Priority Communities Strategy, in which the province funded community
agencies and partners in priority neighbourhoods to work in partnership with Ontario Health,
public health units and municipalities to deliver key COVID-19 interventions such as outreach,
increased testing and wraparound supports®. These same groups could be used to help link
long COVID clinics to communities and deliver more equitable outcomes. They should also be
engaged in the development of community and regional targets for finding and assessing long
COVID cases and treatments that could be used by Ontario Health Teams to evaluate and deliver
on equity.

CONCLUSION

Wellesley Institute’s research on the health-care experiences of those with long COVID
demonstrates that urgent policy action is needed to reduce the impact of long COVID, particularly
for equity-deserving groups. For better health care, this will require work on multiple levels,
including addressing systemic issues of Ontario’s overburdened primary care system, knowledge
mobilization to increase awareness and access to information on long COVID, and improving
access to multidisciplinary long COVID clinics. Commitments to addressing the broader social
determinants of health is also needed. As highlighted in this paper, incorporating an equity lens in
long COVID policy responses and ensuring there are mechanisms to improve access to healthcare
for marginalized communities will be critical to advance health equity.
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