Reaching Out For Support

There are many ways to reach out for support. However, not all ways are appropriate for everyone.
Here is some information to help you decide which form of support might be the right option for you.

Support Groups

There are face-to-face brain tumor support groups throughout the country. Most of these groups are
open to both patients and family members. If it is a large group, patients and family members might
meet separately. A typical group is one that is open and ongoing. This means that new members join
the group, and others leave, as their needs change. Though there can be much stability in these types of
groups, it is important to keep in mind that as the composition of the group changes, so will the
personality of the group.

In contrast, there are other groups that are time-limited, closed groups. This means they operate for a
fixed period of time, say 6-8 weeks with the same individuals. Once the group starts, it is closed to new
members until the end of that time period. After that time period, a new group forms with new
individuals.

All groups, whether open or closed, ongoing or time-limited, may meet weekly, monthly or quarterly,
depending on the needs and desires of the group members and the availability of the facilitator(s).
Some support groups are professionally facilitated and some are not. A professionally facilitated group
is one in which a professional, such as a social worker and/or nurse, provides guidance and direction to
the group. He or she also monitors the interaction among the members to make sure that everyone's
needs are being addressed. Those that are not professionally facilitated more closely resemble self-help
groups.

Support groups vary in their formats. Some are strictly supportive, while others might be strictly
educational; still others might draw from elements of both.

The major advantage of face-to-face support groups is the warmth and closeness that can develop when
people interact on a personal level. In addition, since face-to-face groups draw their participants from a
specific geographic location, there is a familiarity that comes from shared community experiences that
can strengthen bonds among participants. The drawbacks of face-to-face groups include the fact that
there may not be a group in the local area. It also may be difficult to access the group due to
transportation and/or time constraints.

To find a support group in your area, contact an ABTA Social Worker at 800-886-2282, or send an
email to socialwork@abta.org
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Online Support Resources

Online support resources can provide an important option for those who do not have access to regularly
scheduled face-to-face support groups, or for those who prefer e-communication. They offer
opportunities to communicate with a large number of individuals who are in similar circumstances.
There are many different kinds of online support groups. Chat rooms are generally real-time discussion
forums, similar to a phone call among a large number of individuals, except that the conversation is
written and not heard. They may be moderated or unmoderated. Those that are moderated have
someone screening the material so that inappropriate text is not posted.

E-mail discussion groups, sometimes called listservs and bulletin boards are forums where messages
can be posted and read by individual subscribers. They are not real-time in that individual subscribers
can read the posts at different times according to their own schedules. This form of communication is
more like reading a letter than talking on the phone. The letter can be read, thought about and
responded to at the reader's convenience. Most listservs require that the user subscribe or register prior
to sending a message. They may also be moderated, or not. In moderated groups, someone is
responsible for screening the messages to make sure they are not offensive, pertain to the subject, and
conform to the purpose of the forum. A moderated forum lends a degree of control and predictability
over the content of the messages that are posted.

Another factor to consider is the privacy policy of an online forum. A privacy policy is a statement
telling users whether or not personal information about them is being collected as they use the forum,
how that information is stored, and whether it is passed along to people outside the forum. The
advantages of online forums are that they are not limited by distance and time. They also allow users to
communicate with a potentially large number of individuals, far beyond those in the immediate
geographic vicinity. In addition, the user doesn't have to be available at a certain time each week or
each month. Simply, the user can go online to "check-in" with the forum, read, and send e-mails at
his/her leisure.

Drawbacks include the privacy concerns mentioned above, as well as the potential anonymity of the
participants. Every group may have "lurkers™. This can be a large number of people who do not
regularly post on the list and remain anonymous and "invisible" to user. Overall, Internet
communication is inherently not private, despite the best efforts of the sponsors to adhere to their stated
privacy policy. Therefore, the user should only share what he or she is totally comfortable in sharing.
A description of online support forums are listed at the ABTA web site:
http://www.abta.org/index.cfm?contentid=225

ABTA Connections “Pen Pal” Program
This is a program that connects individuals, who are dealing with a similar type of brain tumor, or who

share an interest in a certain type of treatment. It is open to both patients and family members. The
emphasis is on shared experiences to promote information exchange and mutual support. This type of
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connection is one-on-one, but not face-to-face. Participants in this program can communicate through
letters, telephone calls or email, however they feel most comfortable.

Its advantages include a more personal way of sharing that is not limited by geographic proximity, and
a connection based on shared interests. This is not always the case, as for example, in support groups,
where there can be a variety of individuals, with different types of brain tumors. Some drawbacks may
include the fact that it is limited to one or two persons and therefore does not provide the variety and
scope of input that face-to-face groups and Internet-based forums can provide.

To find out more information about ABTA’s Connections Pen Pal program, please visit:
www.abta.org/index.cfm?contentid=157

Individual/Family Counseling

Professional counseling can be of benefit when dealing with more complex issues. Clinical social
workers, clinical psychologists, marriage and family therapists and clinical professional counselors can
offer one-on-one and/or family counseling when more formal assistance is needed.

To locate a professional counselor or therapist, try contacting the organizations listed below. It may
also be helpful to ask about the professional’s level of expertise and experience in working with
individuals and families who are coping with the stresses of a medical illness.

American Psychological Association

800-964-2000

http://locator.apahelpcenter.org/

A psychologist can help you cope with many of life's problems. To locate a psychologist in your area
use the APA’s online locator service, enter your zip code or a city and state and click "Search". You
can also obtain a referral to a psychologist in your area by calling their toll-free number.

American Psychosocial Oncology Society Referral Line

866-276-7443

WWWw.apos-society.org/survivors/helpline/helpline.aspx

APQOS has a toll-free Helpline through which cancer patients and caregivers may obtain referrals for
local counseling services throughout the United States. This program aims to connect cancer patients
and their caregivers to psychiatrists, psychologists, nurses, social workers and counselors skilled in the
management of cancer-related distress.

National Association of Social Workers

202-408-8600

www.helpstartshere.org/common/Search/Default.asp

National Social Worker Finder- This user friendly, comprehensive search tool includes areas of
expertise, languages spoken, payment options and more. The finder has more than 3500 licensed social
workers listed.
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National Board of Certified Counselors

336-547-0607

www.nbcc.org

Click “Counselor Find,” a special area of NBCC.org, is designed to help you find a professional
counselor. All of the counselors in our directory hold the National Certified Counselor (NCC)
credential. Individuals who hold the NCC have met high standards of education and experience and
have passed a national examination. They also adhere to NBCC's Code of Ethics within their
professional practice.

American Association for Marriage and Family Therapy

703-838-9808

www.aamft.org

Click “TherapistLocator.net.” Only those professionals who have met the requirements for AAMFT
Clinical Membership will be listed on this locator service.

Neuropsychology Services

A Neuropsychologist is a mental health professional with expertise in assessing and treating problems
of psychological functions and behavior, as they relate to the brain and central nervous system.

A neuropsychological evaluation involves a variety of tests to assess one’s ability to remember, pay
attention, use language, problem-solve and conceptualize. This evaluation is also used to assess
perceptual and motor abilities, emotional state, behavior and personality. A complete assessment can
take 6-8 hours.

Neuropsychological treatments include teaching ways to help individuals improve their impaired
functions by learning strategies to compensate for lost or weakened abilities, despite limitations.

When seeking a neuropsychologist, one factor to consider is whether or not the psychologist is board
certified. Board certification refers to the certificate received once post-training examinations have
been successfully passed. This is a mark of high distinction in the profession. Your neurologist or
neurosurgeon can help you find a board certified neuropsychologist. You can also contact the following
professional organizations.

American Academy of Clinical Neuropsychology

734-936-8269

www.theaacn.org

To locate a board-certified neuropsychologist in your area, click “Member Directory.” All Academy
Members are Board-Certified in Clinical Neuropsychology by the American Board of Professional
Psychology.
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American Board of Pediatric Neuropsychology

260-460-3271

www.abpdn.org

To locate a board-certified pediatric neuropsychologist in your area, click your state.

Telephone Support Programs

The organizations below offer one-on-one telephone support with other patients who are dealing with
the same type of cancer and treatment concerns. The advantages of these types of programs are that the
matches are generally made quickly and the contact is via the telephone for real-time support. The
disadvantage is that matches are limited by the volunteers that each organization has at the time of your
request.

4th Angel

866-520-3197

WWw.scottcares.org

The 4th Angel Mentoring Program is designed to match newly diagnosed patients with trained
volunteers who are also cancer survivors. Emphasizing one-on-one contact, individuals are paired
according to age and cancer type in an effort to empower both patients and volunteers with knowledge,
awareness and hope. The program can also match a caregiver of a cancer survivor to a current caregiver
of a cancer patient. The 4th Angel Caregiver Mentor uses their experience to help others cope with the
difficult caregiver role.

Anderson Network

800-345-6324
www.mdanderson.org/patient-and-cancer-information/guide-to-md-anderson/patient-and-family-
support/anderson-network/index.html

The Anderson Network is a unique cancer support group of more than 1,500 current and former
patients who know just what you're going through, and can offer the right patient-to-patient advice and
encouragement when you need it most. They offer support to both cancer patients and caregivers. They
will try to match you with a member who has had the same diagnosis and treatment--someone who
understands your particular anxieties, questions and fears.

Cancer Hope Network

877-467-3638 (877-HOPENET)

www.cancerhopenetwork.org

Cancer Hope Network offers free one-on-one emotional support. Support is provided via telephone by
trained volunteers. Patients are matched up based on cancer type, treatment, side effects, stage, age and
gender. They are only able to match adult patients with malignant brain tumors at this time. They will
match up family members as well.
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Cancer Information and Counseling Line (CICL)

800-525-3777

WWW.amc.org

CICL offers free short term counseling and resource referrals to individuals affected by cancer.
Counseling services are provided by master's level psycho-social professionals.

R. A. Bloch Cancer Foundation Cancer Hotline

800-433-0464

http://blochcancer.org

The Cancer Hot Line consists of a group of individuals who have had cancer who are available to talk
with newly diagnosed cancer patients, promptly upon diagnosis.

Ulman Cancer Fund for Young Adults- Survivors and Loved Ones’ Network

888-393-FUND

www.ulmanfund.org

The Survivors and Loved Ones’ Network matches up survivors, parents and other young adults
affected by cancer with another for peer support, mentoring and information exchange. They have
recently partnered with Imerman Angels to enhance this service. There is a short survey to complete at
their website after which you will be contacted by a network coordinator from one of the organizations.

ABTA Social Workers

ABTA Social Workers are available by email or phone to help you sort through some of these options.
Please understand there is no one right or wrong option. What might be a very good support resource
for one person simply isn't right for another.

Please feel free to contact ABTA at 800-886-2282 or at socialwork@abta.org

This information is not intended as a substitute for professional medical advice and does not provide
advice on treatments or conditions for individual patients. All health and treatment decisions must be
made in consultation with your physician (s), utilizing your specific medical information. The
American Brain Tumor Association does not endorse any of the organizations listed or guarantee that
individuals will qualify for the services they provide. Please contact each organization for their specific
guidelines.
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