
CARE. HELP. HOPE.

Pulmonary Hypertension Association 
801 Roeder Road, Suite 1000
Silver Spring, MD 20910
Phone: 301-565-3004
Fax: 301-565-3994
www.PHAssociation.org



Dear PHA PHriend,

Thank you for taking on the rewarding role of a PHA PHriend. We want to help you in your 
work supporting those affected by pulmonary hypertension (PH). You have the resources and the 
strength of the Pulmonary Hypertension Association (PHA) by your side! To support your role 
PHA provides: 

 • Anytime one-on-one support and twice a year check-in by phone.

 • New PHriends training and quarterly training workshops for new skills.

 • A PHA PHriends online resource center with recordings, forms, information and more  
 to help you in your role: www.PHAssociation.org/PeerSupport/Resources.

 • Connection to other PHA PHriends via a Facebook group (PHA PHRIENDS) and the  
 myPHA group (PHA PHriends) to find support and camaraderie. 

Contact PHA anytime you need support, information or ideas: 301-565-3004 x777 or Outreach@
PHAssociation.org.

Thank you for all that you are doing to support the PH community!

Abby Sickles, Keiron Mohamed
Pulmonary Hypertension Association
Patient & Caregiver Services Team
Outreach@PHAssociation.org
301-565-3004 x777
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Section 1: Introduction

PHA PHRIENDS PROGRAM OVERVIEW

   The purpose of the PHA PHriends program is to promote wellness, resilience and a better 
quality of life for those living with or affected by pulmonary hypertension (PH).

   The  program  connects members of the PH community looking for support with  patients 
and caregivers trained to listen, provide support and direct individuals toward the appropriate 
resources. PHriends are caring and knowledgeable community members who have been living 
with PH for at least two years. PHriends serve to enhance and develop natural support systems 
(for example the person’s own friends and family) as well as coping, life and self-management 
skills.

   We acknowledge that PHriends are people first and are coping with their own challenges related 
to living with PH. We should also recognize that even as a PHriend helping others, everyone’s 
journey is different. What works for you may not work for others; you are helping others to 
identify and engage in wellness and solutions that work best for them.

Goals for PHA 
PHriends program:

• Provide emotional support 
and reduce isolation of those 
affected by PH
• Link those affected by 
PH to community-wide 
resources and empower 
participants to seek out 
resources on their own
• Aid in the development of 
life skills for those affected 
by pulmonary hypertension
• Provide opportunity for 
those affected by PH to 
share practical life skills with 
others

PHA PHriends Share 
These United Vales:

That we...

• Will see the person first, 
not the illness
• Accept that we cannot 
resolve all problems
• Will not judge another’s 
pain or story as less than our 
own
• Will respect the rights of 
others to speak freely and 
without interruption
• Believe PHriends 
relationships provide mutual 
learning opportunities

Duties Include:

• Promoting services and 
programs of PHA
• Interacting positively 
and respectfully with 
the PH community, as a 
representative of PHA
• Responding to inquiries in 
a timely manner
• Maintaining regular 
contact with PHA program 
staff
• Attending initial, quarterly 
and annual trainings
• Completing necessary 
program forms and 
documentation
• Other reasonable duties, as 
needed
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Section 1: Introduction

Time Commitment:

A one-year commitment to the program 
is required with an additional time 
commitment outlined below. Variable, 
depending on assignment:

• 1 to 3 hours/week Online Chat Leaders
• 1 to 3 hours/week Email Mentors
• 10 to 20 hours – the week you are on 
duty with the Patient-to-Patient Support 
Line, one week a quarter

PHA PHRIENDS PROGRAM OVERVIEW (Cont.)

If You Can’t Complete Your 
Role/Shift:

If you are overwhelmed or unable to 
fulfill your volunteer schedule or role, you 
must let PHA know so that we can find a 
replacement and still provide the services 
that we have promised to our community.

• Call: Monday through Friday, 9 a.m. to 
5:30 p.m. (EST): 301-565-3004 x777.
• Email: Outreach@PHAssociation.org
• Facebook/myPHA: Find a back-up on 
your own and either forward the email or 
have them take your scheduled chat time

*Support Line Volunteers: if you are 
able to find a back-up, please let PHA 
know whom to direct the support line 
number to. Or we can help you find a 
back-up. 
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Section 1: Introduction

PHA PHriends are Role 
Models:

As a role model, you 
communicate who you are 
through words and actions. 
Modeling wellness is preferred 
and requires sharing openly. 
An important example set by 
the PHriend is the way they 
handle their own stress and 
symptoms. 

Wellness is an active 
process of becoming 
aware and making 
choices toward a healthy 
and fulfilling life.

Wellness is multidimensional. 
It is the full integration 
of states of physical, 
social, mental, emotional, 
environmental, occupational 
and spiritual well-being.

An effective PHriend has...

• Developed adaptive coping skills for living 
  with PH, including effective strategies for 
  dealing with stress
• An appreciation of an individual’s unique 
  value 
• An acceptance of individual differences and 
  willingness to learn from the beliefs and values 
  of others, including respecting a person’s right 
  to refuse help or change
• A desire for self-improvement and willingness 
  to engage actively in personal growth
• An ability to listen, communicate and 
  facilitate problem solving
• An awareness of their personal boundaries, 
  including their ability to limit personal views 
  and opinions when necessary and comfort 
  with appropriate self-disclosure
• A willingness to ask for help when needed
• The ability to make decisions and put others 
  first 
• A desire to give back to the PH community
• Time to undergo training and provide support

ESSENTIAL SKILLS AND BEHAVIORS

A PHriend is a knowledgeable and experienced guide, a trusted ally, an advocate and a caring role 
model. An effective PHriend is respectful, reliable, patient, trustworthy and a good listener. As a 
PHriend you will be acting as an ambassador for PHA.
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CULTURAL APPROPRIATENESS

Section 1: Introduction

   As a PHriend, it is important to understand and appreciate the differences among individuals. 
We want to help people build on their own identities and encourage people to gain strength 
from their cultural roots, values and beliefs. We strive to be culturally competent in our practice 
and service. Learning culturally important facts about the people in our community is a key step 
toward gaining the skills necessary to be an effective PHriend.

Sensitivity to other cultures refers to awareness of how other ethnic, racial and 
linguistic groups differ from one’s own. Sensitivity can be manifested through 
knowledge of different languages, manners of speech, norms, religious beliefs, 
family structure and dynamics, decision making patterns and socioeconomic 
realities. Cultural appropriateness puts this sensitivity into action through our 
interactions.

No belief or value should ever be forced upon another. The aim for PHriends is to 
provide individual support that incorporates cultural competency.
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Section 2: Communication

YOUR FIRST CALL, CHAT OR EMAIL

   You can create an environment that is open and welcoming through your communication style. 
This is especially important online and in email as many of the cues that we would normally pick 
up through intonation or vocalizations are not available.

   • Listen carefully, read carefully.

   • Clarify the person’s problem or need – Have they shared any feelings with you? 

   • Use the person’s name or online handle to establish rapport.

  • Be clear about any limitations – It is ok not to know the answers to all questions. Some 
   questions should only be answered by the participant’s medical team. 

   • Try to offer cautious optimism – While you can’t make their issues disappear, you can offer 
   something positive, i.e., “You’ve reached out, that’s a great step in resolving this concern.” 

   • Deal with feelings first – Acknowledge their concerns and feelings. It’s most useful to elicit, 
   clarify and discuss feelings before moving on to problem solving.

   • Stick with what’s happening in the present – The goal is to help people solve their own 
   problems by encouraging them to express and clarify their thoughts and feelings. It is not 
   particularly useful to spend much time discussing the past. It is more productive to focus 
    attention in the present and on the person in need.

Be Careful About 
Assumptions:

• Pronouns. Be aware of 
your use of pronouns (e.g., 
he or she) as they often 
express gender assumptions. 
Always follow the lead of 
the participant in use of 
pronouns and other personal 
identifiers.
• Religion. Be aware 
that the person you are 
communicating with may 
not share your religious 
beliefs. It is important 
to refrain from the use 
of religious references or 
expressions. Even a belief in 
God is not universal. 

Don’t Use Slang:

• Slang varies in every culture 
and may be interpreted 
differently by different 
groups
• If you use slang, 
participants may disconnect 
from you or feel embarrassed 
because they don’t 
understand what you are 
talking about

Don’t Be Afraid to 
Ask Questions:

• If there is something that 
you don’t understand (e.g., 
a cultural reference) ask 
for clarification. Asking 
sensitively shows that you 
are interested and open. For 
example, “Can you tell me 
more about ...”
• Similarly, pretending to 
understand something you 
don’t can lead to confusion 
later in the conversation and 
can seem dishonest.
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Section 2: Communication

Be Honest:

If you are not sure of 
something or if you don’t feel 
comfortable, don’t pretend. 
The person will be able to tell 
if you are not being yourself. 
In these situations, you can 
respond with a statement 
such as, “While I don’t know 
for sure, I can look it up or 
connect you with someone who 
might know.”

Avoid These Communication 
Pitfalls:

• “Why” questions: tend to make people 
  defensive.
• Quick reassurance:  saying things like, “Don’t 
  worry about that.”
• Advising: “I think the best thing for you to 
  do is to move.”
• Digging for information and forcing 
  someone to talk about something they would 
  rather not talk about.
• Patronizing: “You poor thing, I know just 
  how you feel.”
• Directives: “You should” or “You shouldn’t.”
• Interrupting: shows you aren’t interested in 
  what someone is saying.

Remember These Communication 
Tips:

• Do not give medical advice − even when 
pressured for it!

• PH is a disease which has different signs, 
symptoms and treatments − what holds 
true for one person isn’t always the case for 
someone else, so treat each person uniquely
• When providing names of doctors from the 
Find-A-Doctor directory: www.PHAssociation.
org/Patients/FindADoctor, provide at least 
two.  Never recommend a physician. A good 
fit for one patient isn’t always a good fit for 
another.
• Do not tell a participant what to do. Your 
role is to facilitate their own healthy decision-
making.
• Remain objective & professional.

Be Aware of Power 
Differentials:

Keep in mind that PHriends 
are naturally in a position of 
power and the participant is 
at a particularly vulnerable 
time.

Be Patient:

People have different 
patterns and paces of 
communication. Let them 
set the pace.
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EFFECTIVE COMMUNICATION SKILLS

   Effective communication is about building a rapport, understanding and trust. It is intentional. 
Below are things that you can do as a communicator to be more effective.

Section 2: Communication

Restate and Summarize: Repeat every so often what 
you think the person said, not by parroting, but by 
paraphrasing what you heard in your own words. 
Bring together the facts and pieces of the problem to 
check understanding. For example, “Let me see if I 
understand you right, you are going to ask your spouse 
to assist you because it makes you nervous to do it by 
yourself and you feel better if she helps. Is that right?”

Giving Feedback: Let the person know 
how you can assist them by sharing 
pertinent information, observations, 
insights and experiences. Then listen 
carefully to confirm. For example, “You 
say you feel scared, that is fair. There are 
some frightening articles online about 
PH, but I’m glad you’ve reached out to 
me, so we can talk about what it’s like to 
live with PH.” 

Probing: Ask questions to draw the person out and get deeper 
and more meaningful information – for example, “What do 
you think would happen if you …” or “The issue sounds to be 
in better control now than last week, but tell me more about 
...” Be sure to continuously assess their comfort level to make 
sure that they still feel comfortable sharing details with you.

Validation: Acknowledge the individual’s issues and feelings. 
Listen openly with empathy and respond in an interested way: 
“I appreciate your willingness to talk about such a difficult 
issue,” or “That is so true. The wait in the lobby is just like you 
said, they could use more magazines.”

Silence: Allow for 
comfortable silences 
to slow down the 
exchange. Give a person 
time to think as well as 
talk. Silence can also be 
very helpful in diffusing 
an unproductive 
interaction.

Reflecting: Instead of just 
repeating, reflect the speaker’s words 
in terms of feelings: for example, 
“This seems really important to 
you.”  

“I” Messages: By using “I” in your 
statements, you focus on the problem 
instead of the person. This lets the person 
know what you feel and why − for example, 
“I am so glad you told me about your 
relationship with your mom, it sounds like 
she’ll be a big help.”  

Emotion Labeling: Putting feelings 
into words will often help a person to 
see things more objectively. To help 
the person begin, use “door openers.” 
For example, “I’m sensing that you’re 
feeling frustrated/worried/anxious.”

Redirecting: If 
someone is showing 
signs of being overly 
aggressive, agitated or 
angry, this is the time to 
shift the discussion to 
another topic. 
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Section 2: Communication

STRENGTHENING COMMUNICATION

   Sometimes an interaction or communication can seem to be stuck. 
It is fine to sit in silence and just let it be. A person’s main concern 
might not emerge at first. The person might not feel safe sharing at 
first, so being supportive is critical.

Communicating In Difficult 
Situations

• Stay calm, speak softly, listen 
to them vent and let them cool 
down
• Choose your words carefully 
and stick to the facts
• Don’t judge – everyone is 
different 

Effective

• Listener stops talking
• Give full attention to speaker 
• Find a natural place to begin speaking
• Respect speaker’s values, choices and culture
• Empathize
• Ask questions to increase understanding
• Allow for silence
• Be patient

Ineffective

• Talk out of turn, interrupt
• Look around the room, talk to someone else
• Jump in with your own story
• Criticize their choices
• Tell a bigger “one-up-yah” story
• Tell them what their problem is and the 
solution
• Always talk, break silence
• Poke, prod and pull out information
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Section 3: Helping with Emotions

EMOTIONAL NEEDS

   A new diagnosis, a change in health status and other points of transition in the journey with PH 
may cause someone to go through a grieving process for “the way things used to be.”  Remember 
that everyone handles their journey with PH in their own way. There’s no right or wrong way to 
deal with PH. You being there is one of the best ways we can help a person adjust to their “new 
normal.”

People may seek support from PHriends because they are facing these and other challenges:

   • Difficulty regaining parts of one’s life that were lost

   • Effect of symptoms on one’s life

   • Struggling to make it through the day

   • Negative side effects of medications

   • Losing belief in one’s abilities

   • Sense of guilt and shame

   • Feelings of hopelessness and regret

   • Discrimination, poverty and stigma

Keep in Mind:

As a PHriend, we can only be effective if we are not afraid of the “big” emotions. We need 
to learn, listen and understand. There is real relief in expressing emotions. 

• You are trying to understand, not judge big emotions. By spending time with a person, we 
are sharing that we consider them worthwhile.

• Know our limits and be honest and caring in communicating these limits to the person 
you are working with, e.g., if you’ve been on the phone a long time, “I’m starting to feel 
tired, can I call you back in a little while.”

• Tolerate silence, allow weeping, etc.

• Just listening is a powerful tool. Reflect to them what you hear; this validates their 
experience and leaves them feeling less isolated.

• Ironically, trying to cheer them up or making suggestions about their situation may 
make them feel more alone or misunderstood. Ask them for permission before you offer 
suggestions or insight. (e.g., “If I have an idea, do you want to hear it?”)
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Section 4: Solving Problems, Keeping Boundaries

PROBLEM SOLVING

Your role is to help others solve their own problems, not to solve their problems. Encouraging 
participants to examine their problems and sharing your own perceptions and experiences with 
similar problems are important in helping them build their skills. We are helping them explore 
possible solutions and helping them to choose a solution that seems most workable. At no point 
are we deciding for them or solving the problem for them. 

Key points you want to keep in mind:

   • The problem and view it with some sense of objectivity.

   • There are always multiple ways of coming to a solution.

   • Never make a major decision until there are at least two options.

Before a person can begin to think of ways to solve a problem, they must first know exactly what 
the problem is. Help them to state the problem clearly.

1. Have them define the problem

Ask them to consider the following specific 
question prompts:
   • What exactly is the problem?
   • How often does the problem occur?
   • Have they tried to solve the problem 
   before? 
   • What has worked in the past? What 
   didn’t work?

2. Have them explore alternative 
solutions

Ask them to list three ideas to try to solve 
the problem.

3. Support them in acting on the 
solution they have chosen 
   • Who will help me?
   • What do I need?
   • Where will I be doing it? 
   • Why do I want to do it?
   • How will I do it? 

4. After they have acted to solve the 
problem, have them reflect on the 
solution

   • How did it go?
   • What would I do differently?
   • Would another solution have 
   worked better?
   • What can I do if this problem comes 
   up again?
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Section 4: Solving Problems, Keeping Boundaries

BOUNDARIES AND MENTOR CONDUCT

Mentor Conduct

Boundaries

Whether you are simply listening to another person’s problems, actively helping someone 
make a critical decision or helping someone in crisis, there are important rules to keep in 
mind:

• PHriends provide empathetic support to help a person deal with thoughts and 
feelings they might be having regarding the problem at hand. Our responsibility is 
not to solve the other person’s problem. DO NOT take responsibility for the other 
person’s problem.

• You’ll be exposed to problems and situations that may be foreign to your own 
experience. 

• No matter how empathetic we may feel, we do not have the same thoughts, feelings 
and experience of those we help. As a result, advice coming from our own experience 
with situations similar to those of a person is generally inappropriate. Giving advice 
should not be confused with providing information, such as resources where a person 
might find additional help. Giving advice can lead to unproductive and dependent 
relationships.

• It is not okay to have a romantic relationship with the person you are supporting.

• Don’t tell others about what you and the person you support discuss. You’ll need to 
keep notes, but you don’t need to  provide details of those conversations.

You should tell PHA if a person is being abused in any way, if they are in danger of being 
hurt or hurting themselves or others. This is not common and PHA will help you if you 
ever encounter this situation. Please also refer to page 21 for “Crisis Management.” 
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Section 5: Self Care

PROMOTING SELF-CARE IN YOURSELF AND OTHERS

• Healthy eating refers to eating a variety of foods for a balanced diet and 
includes making healthy food choices, understanding ideal portion sizes 
and meal frequency.

• Being active will be different for each person — depending on interest 
and physical ability — could include gardening, walking, yoga, cleaning 
house, walking the dog, etc.

• Taking medication works best when used regularly and as directed.

• Problem Solving both emergencies and the challenges associated with 
the small details of daily PH management. Solving problems, no matter 
how large or small, includes clear-headed thinking and determination. 

• Healthy coping with daily stresses will allow you to feel more in control, 
informed and supported by others.

The following stress reduction techniques have been 
tried by PH community members with success. You can 
work these techniques into a conversation, but always 
remember to ask the participant to talk with their 
medical team when starting any new routines. 

• “Have you thought about trying …?” 

• “Have you tried …?” 

• “What has worked for you in the past to manage your 
stress or (insert other emotion)?” 

• “Sometimes (insert healthy option) has worked for me, 
what have you tried?”

Mindfulness meditation is a form of meditation that encourages you to be aware of your 
surroundings. Instead of getting caught up in what is causing you stress, mindfulness teaches you how 
to look at the whole picture and enjoy life for all its simple pleasures. 

Visualization of a scene or place that is filled with happiness and serenity. Focus on this image: try to 
imagine you are there. 

Psychotherapy is a therapeutic interaction or treatment between a trained professional and a client, 
patient, family, couple or group.

When a person living 
with PH practices 
self-management skills 
regularly, they can 
reduce their own risk of 
PH complications and 
increase their overall 
quality of life.

STRESS REDUCTION/EMOTION REGULATION TECHNIQUES
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Section 6: Crisis Management

HOW DO I KNOW IT’S A CRISIS?

A crisis may occur when an individual is unable to deal effectively with stressful changes in their 
environment. A crisis is determined by the person’s interpretation of a stressful event and their 
response to it.

A crisis is one’s perception of an event as unmanageable.

There are several categories of crisis, which can be classified by the following:

 1. Significance of the event in the person’s environment.

 2. Their ability to change their circumstance based on their current level of functioning.

 3. The resulting level of physical and/or emotional decline.

1. Imminent and life threatening: This is when 
imminent danger has been reported or assessed that 
could threaten the physical health or well-being 
of a person(s). Some examples include suicide, 
homicide, accidents, physical/emotional /sexual 
abuse, psychiatric symptoms or extreme agitation 
that would cause immediate threat to safety or 
criminal neglect.

2. Immediate emergency: This is when immediate 
danger has been reported or assessed to a person 
that could possibly be a threat to the basic needs or 
psychological/emotional well-being of a person(s). 
Some examples include accusations of abuse, 
exploitation, neglect or self-neglect, agitation and 
psychiatric symptoms causing concern for safety, 
emergency respite and emergency care needs, 
emotional distress requiring immediate supportive 
counseling, issues related to hospitalization, 
death or end-of-life care that requires immediate 
response.

3. Urgent needs: This is when a situation requires 
intervention as quickly as possible in order to 
prevent further negative threats from occurring. 
Some examples include financial problems, 
family discord, legal issues and emotional distress 
requiring counseling within 24 hours.

For the purpose of PHA PHriends program, crisis can be classified the following ways:

While this is 
incredibly rare, 
we want you 
to be prepared!

Managing Crises

PHriends provide short-term support to 
participants. Your major job during a crisis 
is to make sure the participant is stable and 
made aware of their options, resources or to 
collect enough info (name, phone number and 
location) to get a local emergency team to the 
person.

If caller is in immediate danger, call 9-1-1.

If a participant is suicidal, call The National 
Suicide Prevention Lifeline: 800-273-8255.

Always contact PHA staff if you have had to 
deal with a crisis call: 301-565-3004 x777. 
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Section 6: Crisis Management

It’s important to build on the participant’s 
personal strengths and existing sources 

of support to help them to figure the best 
resources and next steps for their situation.

HOW DO I INTERACT IN A CRISIS?

Listen

It’s important to practice active listening, even online. 
Focus on what the participant is telling you as way to guide 
the conversation. Crisis related interactions are unique and 
dynamic situations that require individualized and often 
immediate action plans.

Request Follow-Up

Request permission to follow-up with the individual or have a staff member 
follow-up with the individual, if possible. While we would like to help 
every caller, we are not always equipped with the tools to do so. In the 
case of a potential suicidal caller, we are not trained in this specialized 
type of counseling. We would all like to be able to help, but this is best 
achieved by referring them to the people working on a crisis hotline.

Assess Resources

You can potentially 
help the participant 
access available 
resources, but first 
you must see what 
they are already aware 
of. What do they 
need? What do they 
have? Ask them if 
they have access to:

• Physical resources 
  (housing, food, 
  safe place) 
• Medical 
  resources (doctor’s 
  appointment) 
• Psychological 
  resources 
  (counseling or a 
  specific hotline)

Be Empathetic

Imagine yourself in their shoes and 
listen for the kind of support they 
want. Take a breath and respond from a 
compassionate and respectful stance. 

Close Call With Compassion

Close call with empathy and 
compassion, for example, 
you might say: “I am glad we 
spoke. I care about you and 
want to help you get help. You 
are not alone.”

Solve Problems Together

• Creative brainstorming: Sometimes the best support can be addressing an 
immediate concern. For example, a participant says they’ve been depressed, 
they haven’t been eating and are afraid to leave their house. Instead of 
immediately referring them to a local crisis center or other resources, 
brainstorm ways they can get food without leaving their house. Can they 
call for food to be delivered? Can a friend bring food?
• Discuss plans or options: Chat through potential options available to the 
participant.
• Provide referrals: Providing appropriate referrals is essential. Respond 
directly to the participant’s needs. Ask if they are interested in certain 
resources before giving them. Make sure your referrals are: 
- Appropriate. An organization addressing the issues affecting the participant. 
- Accurate. Don’t refer to an out-of-date organization or resource. 
- Well-timed. Don’t be too quick to provide a referral – get the whole picture 
first. If you refer to a resource too early in the conversation, not only do 
you take the chance of not knowing the entire situation, but you risk 
communicating disinterest or that you’re pushing them to do something.
• Determine if there any local helpers: Determine if the person is alone or 
whether there are family or friends available that the person could engage 
to get additional support for the situation. If no one is in the home, ask if 
there is someone who can be contacted (even after the phone call).
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Section 6: Crisis Management

In the rare case that you have to advocate 
on behalf of a caller by calling 9-1-1 for 
them, information you collect could 
be helpful. This information below can 
be used to call 911 on their behalf if 
you hear that the caller has means to 
and an active plan to commit suicide. 
This information can also be used, with 
permission of the caller, to follow up.
In case of a crisis where the caller has 
a means or active plan to commit 
suicide, and the caller will not share this 
information below, try to obtain via 
caller-ID. PHA should also be able access 
this information in an online system if 
you note the time of the telephone call.

• Name
• Contact information
• Location
• Any demographic information if 
possible (gender, age, etc.,)

This means they may have a plan and 
access to means. It is very important 
that you do NOT attempt to provide 
counseling to a caller, regardless of your 
current position or any past experience 
you may have in doing so.

IF YOU RECEIVE a suicide call, do 
not, engage the caller in conversation. 
Tell the person that you are not a trained 
or professional counselor, that you 
are really concerned about them and 
that you would like them to be able to 
speak with someone who can provide 
the type of assistance that they need in 
this very difficult situation. Give them 
the number for the National Suicide 
Prevention Lifeline: 800-273-8255, 
888-628-9454 Spanish.

IF A CALLER HAS DEFINITE SUICIDAL THOUGHTS:

Debriefing Crisis Calls:

Always follow up a crisis call with a call and email to PHA staff, Outreach@PHAssociation.org; 
301-565-3004 x777 to ensure all protocols were followed and to ensure emotional well-being.
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INSTRUCTIONS

An Intake Form should be filled out EVERY TIME you interact with a participant on the 
Patient-to-Patient Support Line. Chat hosts do not need to fill out intake forms.

A follow-up form will be used to collect information each time you have a repeat interaction 
with a participant.  For example, a PH Email Mentor who has subsequent emails with a 
program participant. For these interactions, check “yes” under the question “Is this a follow-up 
form?”

*NOTE: This online submission form is used for both the intake and follow-up forms, so you 
will need to indicate which type of form it is using the pull-down menu.

• Information collected in the intake form will naturally come up during your interaction 
with the participant.

• At the end of the interaction, if you haven’t determined a piece of information about your 
participant, then you can go ahead and ask.

Keep in Mind:
The most important information to collect from a participant has an * (asterisk) beside it. Please 
try to collect this information from every participant. Please collect as much information as 
possible about each participant so that we can better improve the experience for participants 
and continue to provide relevant training to volunteers.

To Submit Forms:
Forms can be completed by hand. To submit information from your forms, please input your 
data online at the PHA PHriends Resource Center: www.PHAssociation.org/IntakeForm. You 
may also scan, take a photo of your form and email it to Outreach@PHAssociation.org.

Section 7: Intake and Follow-Up Forms
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Section 7: Intake and Follow-Up Forms

Step One:
Sign in to PHA’s Website

Step Two:

Your home screen for the website 
once you log in has a link to the PHA 
PHriends Resource Center. By clicking 
this link, you are directed to our 
resource center.

Step Three:

The link to the intake form will open to 
a page that looks just like the appendix 
on page 35 and the paper intake 
form. It will ask for the same required 
information. If you do not have this, 
then please enter “NA,” so that you will 
be able to submit the form. 
www.PHAassociation.org/IntakeForm
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Section 8: Resource Guide

WAYS TO CONNECT

PHA PHriends

• Patient-to-Patient Support Line     1-800-748-7274

Patient and caregiver volunteers provide emotional support and answer questions.

• Email Mentors 

Email Mentors are knowledgeable members of the PH community available for ongoing email 
relationships up to three months in length or to answer one-time questions. 

• Daily Online Chats 

The chat tool is an easy and great way to meet persons affected by PH from around the world.

Support Groups

• If you have any challenges or concerns contact supportgroups@PHAssociation.org 

Monthly Telephone Support Groups

• Please check the website for the most up-to-date information and the registration link.

• Patients: Calls are held on the fourth Thursday of the month at 8 p.m. EST/5 p.m. PST.

• Caregivers: Calls take place the third Wednesday of the month at 6 p.m. EST/3 p.m. PST.

myPHA          www.myPHAssociation.org

• PHA’s private online community where thousands of members share experiences and support.

PHA Facebook Group Pages

PHA’s main Facebook page is Facebook.com/PulmonaryHypertensionAssociation. PHA also 
moderates the following groups:

• PH Plus: Pulmonary Hypertension and Associated Conditions 

• PHA Teens

• PHA CTEPH

• Generation Hope (Young Adults)

• suPer Heroes: Long Term Living with PH

Membership      

• PHA membership benefits include Pathlight, PHA’s quarterly newsletter; personalized 
announcements of support group meetings and other PHA events near you; 40 percent discount 
off Pulmonary Hypertension: A Patient’s Survival Guide; and the opportunity to apply for a 
scholarship to attend PHA’s biennial international Conference. Individual membership: $15/year.
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What should I do with leftover medication?   (901) 869-4243
Due to liability and safety reasons, PHA doesn’t accept leftover medicine. Refer callers to: 
International Children’s Heart Fdt.; 1750 Madison Avenue, Suite 50; Memphis, TN 38104 

Can a nursing home deny admittance to a person living with PH? 
Nursing home and rehab facilities have discretion in deciding whom they will accept, so this is 
a challenge that PH patients face frequently. Suggest that they are work closely with the facilities 
they are interested in to understand exactly what the challenge is. Then, the person can work with 
doctors or specialty pharmacy to try to resolve the issue. 

What is the usual life expectancy for this disease? 
We can understand that you may be feeling concerned about your future or the future of a loved 
one, however, there is no definitive answer for the life expectancy of someone living with PH. 
With the current medications and expanding research and development of new medications and 
treatment options, many patients are consequently living longer lives.

How do I manage oxygen tubing?
While utilizing oxygen outside of your home, many patients suggest using a backpack where 
your tubing can be looped safely and out of the way. When using oxygen indoors, patients have 
suggested looping your oxygen tubing, securing it with a flexible tie (maybe some kind of string). 

I found this website and it does sell Revatio 20mg with S$1.10. Is it trustable?
People usually look for medication online when they can’t afford their copay. The Pfizer website 
has an entire section on counterfeiting and importation of prescription drugs: http://www.pfizer.
com/products/counterfeit_and_importation/counterfeit_importation.jsp. There are national 
investigations on the safety and dangers of counterfeit drugs. The Pfizer RSVP Program (888-327-
7787) offers a variety of options to cover the cost of the copayment for any patient with qualifying 
financial circumstances. Additionally, The Caring Voice Coalition (888-267-1440) may also 
provide coverage if the patient qualifies for such assistance.

How do shower with a Hickman?
Adjusting to showering with a catheter can be challenging. Luckily, there are a few different 
options available to ease the difficulty you are facing. Some people have found it helpful and 
resourceful to use saran wrap press and seal around the area, then immediately change the dressing 
after coming out of the shower. 

How do I report the death of community member?
Community members may contact you to report the passing of a loved one.  It is important to be 
empathetic and patient with them. Please ask for:

• The name of the deceased (+city/state if it’s a common name)
• Date of passing
• Name and address of next of kin
• Permission to list their loved one’s name in Pathlight

Section 8: Resource Guide

FAQ
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Treatment Access:
Specialty Pharmacy Helplines:

Accredo/ExpressScripts    866-FIGHT-PH (344-4874)
CuraScript      866-4PH-TEAM (474-8326)
CVS/Caremark     877-242-2738
Walgreens/Medmark    888-347-3416
RightSource      855-478-8405

Medication Information: 
Adcirca, Orenitram, Remodulin, Tyvaso 877-UNITHER (864-8437)
Adempas      888-84-BAYER (842-2937)
Flolan       888-825-5249
Letairis      866-664-LEAP (5327)
Opsumit, Tracleer, Ventavis, Veletri  866-ACTELION (228-3546)
Revatio      800-879-3477

Direct participants to our website for information on patient assistance 
programs offered by drug manufacturers. Please note that each has its own 
guidelines and qualifying criteria: https://www.phassociation.org/Patients/
Insurance

For further discussion and questions, participants should talk directly to 
their treating PH specialist.

Section 8: Resource Guide
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APPENDIX 1: EMAIL DISCLAIMER

APPENDIX 2: ACCESSING SUPPORT LINE VOICEMAIL 

All email mentors should include the following disclaimer in their emails with any community 
member receiving their assistance. 

Disclaimer: PHA PHriends are available to provide hope and support to PH patients and caregivers. 
They are not intended to provide medical advice, which should be obtained directly from a physician. 
They are available for ongoing email support for up to three months.

You will receive a notification to your email that there is a voicemail. The email sender will be 
RingCentral. Click to open like a regular email.

When you open the email, the voicemail will be attached as a sound file, indicated in the circled 
image above. All you need to do is click on the sound file and you should be able to listen to 
the voicemail. 

Section 9: Appendices
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Section 9: Appendices

APPENDIX 3: ROLES AND RESPONSIBILITIES

Roles and Responsibilities *Print, sign and return to PHA.

As a PHA PHriend, I agree to:

1. Review PHA PHriends materials and attend quarterly trainings.

2. Communicate the parameters and limits of the PHA PHriend relationship to those seeking 
    support.

3. Respond to a voicemail within 12 hours (we make three attempts to get a hold of the person. If we 
    cannot, we inform PHA. If there is no voicemail, you don’t need to call back) and emails from 
    program participants within 48 hours.

4. Respond to participants thoughtfully and thoroughly.

5. Communicate in a manner that is friendly, thoughtful and encouraging

6. Never give medical advice! Encourage newly-diagnosed patients to seek consultation from a 
    PH specialist. I will encourage those I support to talk to their doctors or health care team 
    when making decisions about treatment and medical care.

7. Respect the privacy of those I work with as fellow PHA PHriends and those I support.

8. Not discriminate against participants.

9. Respect values and decisions of participants and their family and not attempt to impose my 
    values.

10. Refer concerns about participant’s emotional well-being to the staff coordinator.

11. Document all contacts on the appropriate program forms (intake forms, follow-up sheets).

12. Communicate proactively with PHA staff about issues, especially if either my PHA PHriend 
    work load or personal situation becomes such that I don’t have time to participate.

13. Provide non-judgmental information about doctors and specialists.

PHA reserves the right to end the volunteer relationship if any of the above terms are violated. 
A signature confirms that I have read and agree to follow the terms listed above as well as adhere 
to everything in the manual. I understand that I am a volunteer and will not accept payment for 
my services. I release PHA from any liability that may occur during my participation in the PHA 
PHriends Program.

Signature

Printed Name

Date
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