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Let’s Talk Lupus: Voices for Lupus – Community Advocates

Templates and quick-reference guides for patient advocates.
You don’t need perfect words or a formal approach to engage with government. Sharing your experience(s) in your own voice can make a difference. Being prepared, respectful, and clear matters far more than technical language or political jargon. This toolkit, prepared by GW Group, is designed to help you take the first step with confidence.
Lupus Canada is your partner in advocacy. You are never doing this alone. You can also find GW Group at thegwgroup.ca.
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1. Key messages and facts
These should supplement your own story, but these are key for message consistency. 
Lupus in Canada: What Patients are Telling us

Early findings from Lupus Canada’s ongoing patient research show:
1. Lupus pushes people out of work. Most people living with lupus have had to change their working lives because of the disease by taking time off, cutting their hours, or leaving work altogether. 
2. Those who keep working are working through it. People with lupus who stay employed report that symptoms significantly reduce what they can do on the job, and the disease also limits everyday life at home, from childcare to household tasks. 
3. Getting the right diagnosis is too hard. Many people with lupus are told they have something else before they are finally diagnosed with lupus. 
4. Current treatments are not enough. Even while on treatment, many people continue to experience frequent flares, daily fatigue and joint pain. 
5. Access to care is a barrier. Many people with lupus struggle to get the treatment they need, citing long waits for appointments, insurance and coverage gaps, distance to care, and cost.

Full results of Lupus Canada’s National Patient Survey will be shared in 2027.
2. Our national asks
1. Increase federal funding for dedicated lupus research. 
Federal research funding for lupus remains very low, leaving Canada reliant on advances made elsewhere and delaying access for patients who need them. For contrast, the United States has invested more than $684 million in lupus research over five years and created a federal working group to coordinate agencies and avoid duplication, becoming the global leader. Dedicated funding would speed treatments, save lives, generate long-term health-care savings, and improve quality of life.
2. Recognize lupus as a critical illness and reduce barriers to federal support. 
Lupus is life-altering, but because it is episodic and often invisible, people living with it are frequently told they do not qualify for federal disability support. The clearest example is the Disability Tax Credit, the gateway to the new Canada Disability Benefit and other federal programs. Its eligibility rules assume a constant, visible disability, which leaves many people with lupus out. We are asking the federal government to broaden that definition so episodic conditions like lupus are recognised, and to lower the barriers that keep people from the supports they are entitled to.
Match the ask to the level.
The two asks above are federal. Drug coverage, wait times, and provincial disability supports are provincial; awareness and accessible transit are often municipal. Same skill: right ask, right level, real story.
3. Briefing note template
Use this to prepare a short, clear document for any government engagement. Keep it to one to two pages. It can be adapted for budget submissions, consultation responses, and internal briefs. If it is for a meeting, make sure everyone attending is aligned in advance, and send it to the government office no later than 24 hours before you meet. It is strongly encouraged to CC Lupus Canada (info@lupuscanada.org) on all correspondence.
	BRIEFING NOTE
To: [Minister / MP / MPP / MLA / Senior Official]
CC: Lupus Canada (info@lupuscanada.org)
From: [Your name], patient advocate, Lupus Canada
Date: [Date]
Subject: [Clear, specific title]
Issue
One short paragraph stating the problem, concern, or opportunity, plainly.
Background
Brief context on lupus and the specific issue. Only what the reader needs to understand it. (For example: lupus affects more than 1 in 1,000 Canadians, roughly 90% of them women, and is unpredictable and often invisible.)
Impact
Who is affected. How many people. What happens if nothing changes. A real example wherever possible.
Why this matters now
Budget timing. A consultation underway. A coverage or benefit decision pending. A service at risk.
Recommendation / ask
Be specific and realistic. For example: approve or renew funding, list a medication on the formulary, meet with Lupus Canada, or direct staff to review a policy.
Contact
Name, title, phone, and email.


4. Cheat sheet: preparing your ask
Alongside a clear briefing note, this helps you match the right ask to the right person. A good ask is specific, realistic, and appropriate to who you’re speaking with.
Elected representatives, by jurisdiction
	Title
	Where

	Member of Parliament (MP)
	Federal

	Member of Provincial Parliament (MPP)
	Ontario

	Member of the Legislative Assembly (MLA)
	BC, AB, SK, MB, NB, PEI, NS

	Member of the House of Assembly (MHA)
	Newfoundland and Labrador

	Member of the National Assembly (MNA)
	Quebec



What to ask of whom
	Decision-maker
	Appropriate ask

	MP / MPP / MLA / MHA / MNA
	Request a meeting, raise your issue internally, write to the minister, make a statement in the legislature, attend an event.

	Minister
	Direction to staff, policy consideration, funding decisions, approvals.

	Political staff
	Briefings, advice on timing, internal navigation, connecting you to the right official.

	Public servants
	Program design feedback, operational fixes, clarity on how a policy is implemented.


5. Choosing the right avenue for your ask
Different requests flow through different processes. Knowing where a request belongs makes your advocacy more effective and respects everyone’s time.
Budget submissions. If you are seeking new or renewed funding, or a new or expanded program, budget submissions are the main vehicle. Budgets are tabled annually and preceded by pre-budget consultations. Each government, federal and provincial, tables its budget at a different time, so always confirm timelines with the relevant government.
Drug coverage and formulary listing. Getting a medication publicly covered is its own path. After Health Canada approves a drug, it is reviewed for cost-effectiveness by Canada’s Drug Agency price is negotiated through the pan-Canadian Pharmaceutical Alliance, and each province then decides whether to list it on its public formulary. Advocacy can support a listing at the provincial decision stage, and patient input is often formally invited during the review.
Why this matters for lupus: Lupus treatment access in Canada. Canada has a small number of advanced treatments approved for lupus, and access depends on where you live and what kind of lupus you have. Fewer than 20% of new global medicines reach Canadian public drug plans, and approvals take over two years on average. Access is one of our strongest and most concrete stories.
· Saphnelo (IV) is publicly covered in all ten provinces. It is proof that access can work.
· Benlysta is publicly covered in most provinces only for lupus nephritis (kidney involvement), leaving most people with systemic lupus without public access.
· Saphnelo SC and Gazyva are approved by Health Canada and recommended for public coverage, but provinces have yet to list them.
Public coverage of lupus biologics in Canada (as of October 2026)
	Treatment 
	Approved in Canada
	Public Coverage

	Saphnelo (IV)
	Yes
	All Provinces 

	Benlysta (IV & SC)
	Yes 
	Most provinces; lupus nephritis only

	Saphnelo (SC)
	Yes (2026)
	Recommended – waiting on provinces.

	Gazyva 
	Yes (2026)
	Recommended – waiting on provinces. Lupus Nephritis only.


 
Saphnelo SC (for systemic lupus) and Gazyva (for lupus nephritis) are approved by Health Canada and recommended for public coverage, but provinces have yet to list them. Lupus treatment access in Canada
Current as of October 2026; coverage changes frequently. Please check your provincial drug plan for the latest.
Legislation (bills and amendments). If you are seeking a new law or a change to an existing one, that requires legislation. Members may introduce private members’ bills or propose amendments. Note that a minister can only introduce or amend legislation within their own portfolio.
Committees. To advise on a law or study, appearing as a witness or submitting a written brief to the relevant committee is an effective way to put your community’s lived experience on the record.
Fall economic statements and fiscal updates. For funding adjustments outside the budget cycle, fiscal updates give governments a chance to adjust plans. They usually don’t include formal consultations, but funding can sometimes be allocated through them.
6. Finding government contact information
A quick guide to identifying the right elected official, staffer, or public servant, and where to find their details.
Step 1. Find the elected official.
1. Federal (MP): search “Find my MP Canada” and enter your postal code.
Step 2. Identify the right office.
Most officials have a constituency office (local) and a legislative office (Parliament Hill). For community and advocacy issues, always start with the constituency office.
Step 3. Find political staff.
Search “Federal government directory.” If you know the person’s name, search it directly. To find a minister’s staff, open the list of ministers’ offices and select the office; it should list staff from the chief of staff to policy leads. The Federal directory is GEDS. Phone numbers usually route to a reception line, so it is often best to email and ask them to call you.
Note: Ministers, critics, and staff change frequently, and some published contact lists are out of date. Always confirm the current officeholder before you send anything. When in doubt, Lupus Canada can help you find the right contact.
7. Meeting request templates
A suggested way to request a meeting clearly and professionally. Keep it short, be polite, and stay flexible on timing. Follow up if you don’t hear back within three to five business days. Use your judgement on urgency.
Subject: Meeting request, Lupus Canada patient advocate
Dear [Name],
I hope you’re having a good week. My name is [Name], and I am a patient advocate with Lupus Canada. I live with lupus here in [community].
I’m writing to request a brief meeting to introduce Lupus Canada, share what living with lupus means in [community/province], and discuss [briefly state the issue or purpose].
I’d welcome the chance to meet at your convenience and am happy to accommodate your schedule, virtually or in person. Please let me know if that’s possible, or if any information would be helpful in advance.
Thank you for your time and consideration.
Sincerely,
[Name, title, phone, email]
Quick connect with a staffer
Once you’ve met a staffer, a short note asking them to call is often all it takes to keep the relationship warm.
Subject: Quick connect, Lupus Canada
Hi [Name],
Hope you’re well. Do you have time for a quick connect in the next day or so? I can be reached anytime at [cell].
Thank you,
[Name, title, phone, email]
8. Summarizing meeting notes and next steps
Capture the key details quickly after a meeting, an event, or as an issue arises, so nothing is lost and next steps are clear. Use it after a meeting with government, a funding announcement, media interest, an issue arising, or a consultation.

1. Date
1. Issue or event:
1. Location (if applicable):
1. Who was involved: government officials/staff, Lupus Canada advocates, community members, media (if any).
1. What happened: brief summary of what was discussed and any key messages shared.
1. Key takeaways: the government’s position or reaction, questions raised, signals of support or concern.
1. Commitments made: by government, and by you.
1. Risks or concerns: timing, political sensitivity, media pressure.
1. Next steps: follow-up emails or materials, further meetings, internal actions.
9. Meeting guidelines and etiquette
Arrival and logistics
For in-person meetings, confirm arrival and security details in advance. At a legislature or Parliament, you will likely go through security and need photo ID. If you’re unsure, the staff who arranged the meeting can guide you.
Attire
Business or smart casual is the right call for meetings and events with government officials.
Conducting the meeting
A good meeting is short, disciplined, and outcome-oriented, usually 15 to 30 minutes. How you use the time matters as much as what you say.
Before
1. Decide who will lead and who will take notes on key points and follow-ups.
1. Align everyone attending on the one main message and the ask.
1. Sort out logistics: travel, arrival time, who’s bringing what.
During
1. Introduce yourself and Lupus Canada. Don’t assume they know who you are or why you’re there.
1. In the first minute or two, state your purpose plainly: who you represent, the issue, and what you want them to take away.
1. Set the context: why this matters now, tied to their priorities or their riding.
1. Deliver your key message: one main issue, no more than two supporting points, clear and non-technical.
1. Explain the impact with a real story: who’s affected and what happens if nothing changes.
1. Make a specific ask. This is the most important part and the one most often missed. Avoid vague asks like “support us”; be explicit about the next step.
1. Leave time for discussion. Pause to invite questions rather than saving them all for the end.
1. Close by summarising key points and next steps, and thank them.
After
Always send a short thank-you email restating your ask and providing anything you promised. It reinforces the relationship and keeps your issue moving.
How to address people
	Role
	How to address

	Ministers
	Minister Smith

	MPs / MPPs / MLAs (not ministers)
	Mr. or Ms. Smith

	Deputy Ministers
	Deputy Minister Smith

	Other officials and political staff
	By their first name


Watching from the gallery
Watching Question Period in person is one of the most memorable ways to see Parliament at work, and it is open to the public. Question Period, formally called Oral Questions, runs for up to 45 minutes on each sitting day: Monday to Thursday from 2:15 to 3:00 p.m., and Friday from 11:15 a.m. to 12:00 p.m. The House is not always sitting, so check the House of Commons sitting calendar at ourcommons.ca before you plan a trip. The House currently meets in West Block on Parliament Hill, and all visitors enter through the Visitor Welcome Centre.
There are two ways in.
Option 1: The public gallery, no ticket needed
· Confirm the House is sitting that day, and note the Question Period time above.
· Go to the Visitor Welcome Centre on Parliament Hill. Arrive at least 45 minutes before Question Period starts. Seating in the public gallery is first come, first served, and demand for Question Period is high.
· Clear security screening (see “At security” below).
· Follow the signs, or ask staff, to the House of Commons public gallery.
Option 2: A ticket through your MP
A ticket from a Member of Parliament gives you a reserved seat, and it is the more reliable route for Question Period.
· Contact your MP’s office a week or two ahead. Email or call the constituency or Hill office, say you would like to attend Question Period, and give your preferred date and the number of people.
· The office arranges the gallery passes and tells you where and when to collect them. Confirm the details the day before.
· On the day, go to the Visitor Welcome Centre and arrive at least 45 minutes before Question Period.
· Clear security screening, then make your way to the gallery.
Tip: requesting tickets is also a natural reason to build the relationship. When you ask, mention Lupus Canada, and consider requesting a short meeting with the MP or their staff while you are in Ottawa.
At security
Everyone is screened by the Parliamentary Protective Service, much like airport security. To move through quickly:
· Bring government-issued photo ID.
· Travel light. Only one small bag per person is allowed, and it must be smaller than 35.5 by 30.5 by 19 cm.
· Expect to check anything larger. Coats, umbrellas, large bags and parcels, cameras, binoculars, and recording devices are not permitted in the gallery.
· There is no parking on Parliament Hill, so plan for nearby public parking or transit.
In the gallery
The galleries have long-standing rules, and they are enforced:
· Stay quiet. No speaking, reading, writing, applause, or demonstrations of any kind.
· No photography, filming, or recording. Silence your phone and put it away.
· No food or drink.
· Do not enter or leave during a vote.
· Dress neatly. Business casual is a safe choice. Hats come off in the gallery, though religious and traditional head coverings are welcome.
Receptions
A reception is primarily a social function. Use it to build relationships, not to hard-lobby.
Do
1. Introduce yourself and, briefly, who you are and what Lupus Canada does.
1. Get to know key staff. They are often the gatekeepers who keep your issue moving.
1. Follow through promptly on anything an official asks of you.
1. Send a short thank-you afterwards to anyone you had a real conversation with.
Don’t
1. Never threaten or pressure an official, even by insinuation. Always take the high road.
1. Don’t use a social event for hard lobbying. Practise your key message in advance, deliver it briefly, and offer to set up a proper meeting if the conversation gets substantive.
10. Support and contacts
You are never advocating alone. Lupus Canada is your partner. Reach out any time for materials, coaching, or help finding the right contact.
Lupus Canada
Web: lupuscanada.org
Phone: 1-800-661-1468
Email: info@lupuscanada.org
Leanne Mielczarek, Chief Executive Officer
Email: leanne.mielczarek@lupuscanada.org
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