
What Makes a Good Support Group and Group Leader?

Welcome to the Support Group Leader Guide from PSC Partners Seeking a Cure. This guide is
designed to equip you with the knowledge and tools necessary to effectively lead and nurture a
supportive environment for individuals living with PSC, their caregivers, and families. PSC is a
chronic liver disease that can present unique physical, emotional, and social challenges. A well-
facilitated support group can be an invaluable source of information, encouragement, and
community for those affected by this condition.

This guide will cover key aspects of running a successful support group, from foundational
principles to practical strategies for facilitating engaging and beneficial meetings.

Introduction

 

A good support group is a safe, welcoming,
and inclusive space where members feel:

Heard and Understood: Their
experiences and emotions are validated.
Respected: Differences in perspective
and journey are acknowledged.
Empowered: They can share coping
strategies and learn from others.
Connected: They develop a sense of
community and belonging.
Informed: They gain access to reliable
information and resources.

A good support group leader demonstrates:

Empathy and Compassion: Understanding
and connecting with members' feelings.
Active Listening Skills: Paying full attention
and responding thoughtfully.
Objectivity: Remaining neutral and avoiding
personal bias.
Facilitation Skills: Guiding discussions and
ensuring equitable participation.
Reliability and Consistency: Being
dependable and maintaining group structure.
Confidentiality: Upholding the trust placed
in them.
Respect for Boundaries: Understanding
the limits of their role (especially regarding
medical advice).

Guiding Connection, Compassion, and Hope.
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Three Critical Mandates for Support Group Leaders

Organizing and Developing Support Groups

As a support group leader, you must adhere to three fundamental principles to ensure the
safety and integrity of the group:

1.Confidentiality: What is shared within the group stays within the group. Members must
feel safe disclosing personal information without fear of it being shared outside the
meeting. Explicitly state this at the beginning of each meeting and remind members of their
responsibility to respect others' privacy.

2.Record Keeping (Optional but Recommended): While not mandatory for all groups,
keeping minimal, objective records can be beneficial. This might include attendance,
general topics discussed (without specific personal details), and any action items. This
helps track group progress and identify recurring themes. Ensure any records are stored
securely and confidentially.

3.No Medical Advice: Support groups are for peer support, not professional medical
consultation. Leaders must never provide medical advice, diagnoses, or treatment
recommendations. Encourage members to discuss their health concerns with their qualified
healthcare providers. You can gently redirect questions like, 'What did your doctor say
about that?' or 'It might be best to discuss that specific treatment with your physician.'

Purpose and Scope:
Define the group's primary goal: e.g.,
emotional support, information sharing,
coping strategies.
Identify the target audience: PSC patients,
caregivers, family members, or a mix.
Determine the frequency and duration of
meetings.

Identifying Participants:
Outreach: Partner with PSC support
organizations, liver transplant centers,
gastroenterologists, and patient advocacy
groups.
Publicity: Use flyers, social media, and
community bulletin boards (with permission).
Word-of-Mouth: Encourage existing
members to invite others.

Physical Surroundings:
Choose a quiet, comfortable, and
accessible location.
Ensure adequate seating is arranged in
a circle or U-shape to facilitate
interaction.
Consider privacy to ensure confidential
discussions.
Accessibility for individuals with mobility
issues is crucial.
Provide refreshments if possible (water,
coffee, tea).



Organizing and Developing Support Groups

Group Leader Considerations

Group Development Stages:
Forming: Initial meetings, members are
polite, hesitant, and assessing.
Storming: Conflicts may arise as members
express differing opinions or needs.
Norming: Trust and cohesion develop;
members establish rules and norms.
Performing: The group functions
effectively, supporting members and
achieving goals.
Adjourning: If the group has a defined
end-point, this is the closure phase.

Preventing Burnout for Leaders and
Members:

Share Leadership: If possible, involve co-
facilitators or rotate responsibilities.
Self-Care: Leaders must prioritize their
own well-being.
Realistic Expectations: Understand that
progress takes time.
Seek Support: Connect with other leaders
or a mentor.

Communication Strategies:
Clear Agendas: Share meeting topics in
advance.
Open Dialogue: Encourage respectful
sharing and listening.
Facilitation Techniques: Use 'go-
arounds' and structured questions
(detailed later).
Visual Aids: Use whiteboards or flip
charts for brainstorming or summarizing
key points (optional).

As a leader, your role is to guide, facilitate, and maintain a safe space, not to be an expert or a
therapist. Key considerations include:

Leadership Style: Be approachable, empathetic, and non-judgmental. Adapt your style to
the group's needs – sometimes directive, sometimes hands-off.
Managing Dynamics: Be aware of group energy, identify dominant voices, and encourage
quieter members to participate. Intervene gently if discussions become unproductive or
negative.
Conflict Resolution: Address disagreements promptly and respectfully, focusing on
understanding rather than winning.
Setting Boundaries: Clearly communicate what the group can and cannot provide
(especially regarding medical advice).



Meeting Preparation

Thorough preparation is key to a successful meeting:

1.Determine Meeting Format: Decide on the structure for the upcoming session (e.g., open
discussion, speaker, topic-oriented).

2.Choose a Topic (if applicable): Select a relevant and engaging topic that addresses
common PSC challenges or interests.

3.Guest Speaker (if applicable): Invite a relevant speaker (e.g., a nutritionist, a patient
advocate, a researcher) and brief them on the group's needs and expectations.

4.Prepare Discussion Prompts: Develop open-ended questions related to the topic or
general support needs.

5.Logistics: Confirm the meeting location, time, and availability of any necessary equipment
(e.g., projector, microphone).

6.Communicate: Send out reminders to members, including the agenda and any pre-
reading material.

7.Arrive Early: Set up the room, arrange seating, and prepare any materials.

Suggestions for Effective Meetings

Time Management: Keep meetings on schedule to respect everyone's time.
Publicity and Recruitment: Continuously promote the group to ensure a steady stream of
new members.
Evaluating Effectiveness: Periodically check in with members about their satisfaction and
areas for improvement.

Start on Time: Respect members' schedules.
Welcome Newcomers: Make an effort to introduce and integrate new members.
Review Ground Rules: Briefly reiterate confidentiality and the 'no medical advice' rule at
the start.
Facilitate, Don't Dominate: Guide the conversation; let members speak.
Encourage Participation: Use techniques like 'go-arounds' to ensure everyone has a
chance to speak.
Stay on Topic: Gently redirect discussions that stray too far.
Manage Time: Keep an eye on the clock for different segments of the meeting.
Summarize Key Points: Briefly recap important takeaways before moving on or closing.
End with a Positive Note: Offer words of encouragement or a positive affirmation.

Group Leader Considerations Cont.



Meeting Formats

Open Discussion Format: Speaker Format: Topic-Oriented Format:

Description: The most
common format. The leader
opens the floor for
members to share
whatever is on their minds
or to ask questions.

Description: A guest
speaker (e.g., healthcare
professional, patient
advocate, researcher)
presents on a relevant
topic, followed by a Q&A
session.

Description: The group
focuses on a specific pre-
determined topic (e.g.,
'Managing Fatigue,'
'Navigating Insurance,'
'Dietary Considerations').
Discussion is guided by
prompts related to the
topic.

Pros: Flexible, responsive
to immediate needs, fosters
community.

Pros: Provides expert
information, introduces new
perspectives.

Pros: Provides in-depth
exploration of key issues,
structured and focused.

Cons: Can sometimes lack
focus, may be dominated
by a few individuals.

Cons: Can be less
interactive if not well-
facilitated; requires speaker
coordination.

Cons: May not address
immediate concerns not
related to the topic.

Tips: Use 'go-arounds' to
ensure everyone gets a
chance to share briefly. Be
prepared to introduce a
topic if discussion lulls.

Tips: Brief the speaker
beforehand on the group's
needs. Ensure ample time
for Q&A and allow
members to relate the
information to their own
experiences.

Tips: Announce the topic in
advance. Prepare several
open-ended questions to
stimulate discussion. Allow
for a brief 'check-in' period
at the beginning or end for
unrelated concerns.



Go-Around Techniques

Go-arounds are excellent for ensuring everyone has a chance to speak and feel included,
especially in open or topic-oriented meetings.

Full Go-Around: The leader asks a question, and each member, in turn, offers a brief
response. It's crucial to state that 'passing' is acceptable if someone doesn't wish to share.

Example: "Let's do a quick go-around. In one sentence, what is one thing you're
grateful for today? You can pass if you prefer."

Check-in/Check-out Go-Around: Used at the beginning (check-in) to gauge current
feelings or at the end (check-out) to share a final thought or takeaway.

Example (Check-in): "We'll go around and share how you're feeling today, perhaps
using one word or a short phrase."

Topic-Specific Go-Around: Used to gather diverse perspectives on a particular aspect of
the group's focus.

Example: "For our topic on fatigue, let's go around and share one simple strategy that
helps you manage it on a difficult day."

Key to Go-Arounds:
Keep it Brief: Emphasize that responses should be concise.
Allow Passing: Never force someone to speak.
Respect Contributions: Listen attentively to each person's share.

Framing Questions

Effective questions guide the conversation, encourage reflection, and foster deeper sharing.
Use open-ended questions that cannot be answered with a simple 'yes' or 'no'.

Examples of Effective Questions:

For Open Discussion:
"What has been on your mind this week regarding PSC?"
"What is a recent challenge you've faced, and how did you approach it?"
"What's something new you've learned about managing your condition lately?"

For Speaker Sessions:
"How does this information apply to the daily lives of PSC patients?"
"What are the next steps we should consider based on this presentation?"

For Topic-Oriented Sessions:
Managing Fatigue: "What are the biggest barriers you face when trying to conserve
energy?"
Diet: "What are some easy, PSC-friendly meal ideas you rely on?"
Emotional Well-being: "How do you cope with feelings of isolation related to PSC?"



Frequently Asked Questions (FAQs)

Q: What if a member shares something
very distressing or mentions suicidal
thoughts?
A: As a support group leader, your primary
responsibility is safety. If a member
expresses thoughts of harming themselves
or others, you need to ensure they get
immediate professional help. This might
involve encouraging them to contact a crisis
hotline, their doctor, or emergency services.
You may need to break confidentiality if there
is an imminent risk of harm, following
established guidelines for mandatory
reporting if applicable in your region. It is
crucial to have resources like crisis hotline
numbers readily available.

Q: What should I do if two members
have a strong disagreement?
A: Intervene calmly. Acknowledge both
perspectives: 'It seems like you both have
very different experiences with this.'
Redirect the focus back to shared goals
or understanding. You might ask, 'Can we
explore what might be behind these
different views?' or 'How can we support
each other even when we disagree?

Q: How do I handle members who
constantly complain or bring negativity to
the group?
A: Acknowledge their feelings, but gently
redirect towards coping strategies or
constructive sharing. You can say, 'It sounds
like you're having a really tough time with
that. What's one thing you've tried that
helped, even a little?' You might also need to
have a private conversation with the member
about the impact of their contributions on the
group's overall dynamic.

Q: How can I encourage more
participation from quieter members?
A: Use go-arounds and direct, gentle
invitations. 'Sarah, we haven't heard from
you yet. Is there anything you'd like to
share about this topic, or would you prefer
to pass?' Sometimes pairing up members
for a brief chat before sharing with the
larger group can help. Ensure the
environment feels safe for them to speak
without judgment.

Conclusion: Building a Thriving PSC Community

Leading a support group for PSC patients and caregivers is a rewarding endeavor. By adhering
to the principles of confidentiality, avoiding medical advice, and fostering an inclusive and
empathetic environment, you can create a vital space for connection, information exchange,
and mutual support. Remember that your role is to facilitate, empower, and witness the
strength of community. 
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