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As families engage in research and evaluation projects, they should feel comfortable raising
ethical issues that may arise in the study. Examples include:

• Children are people first. The research can acknowledge this by using language
that puts the children before the disability or diagnosis. Language used should also be
family friendly and jargon free.

• Children are members of families. Research must strive for cultural competence
and demonstrate respect for diversity and the varied experiences of families regardless of
how they are configured.

• Participation in research should never jeopardize a family. There is no
moral or ethical justification for research that puts children and their families at even the
most minimal risk. Care must be taken to ensure that families who participate in evaluation
or research do not jeopardize their access to or opportunity to benefit from services. Fur-
ther, real benefits for participation should be made clear and presented to all participants.

• Research should really benefit children and their families. There must be
a genuine need to investigate the proposed research question and a high likelihood that
the study will result in significant findings.

• Research should not involve deception to the subjects. Given the unique
needs of children with mental health needs, it is critical that deception be avoided. If used,
researchers must determine beyond any doubt that there is no alternative way to gather the
data and that there is an overwhelming public interest in conducting the research.
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Family members should be
involved in all research
activities, including:

• Conceptualizing and
formulating questions for
research.

• Designing research and
evaluation studies.

• Selecting and critiquing
assessment instruments.

• Gathering, analyzing, and
interpreting results.

• Drawing conclusions and
disseminating findings.
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It was exciting to be part of
this evaluation project—it
was like going off into new
territory. Being one of the
first parents to do this gave
me a tremendous sense of
obligation. I knew I was
starting a trend that will
continue across the country.
As parents we have so much
potential!

Statement by a family
member who participated in

the Federation’s Family–
Centered Evaluation Initiative
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The family-centered evaluation model
recognizes that:

• Families have the most complete
knowledge and understanding about
their own lives and experiences.

• Families know best which evaluation/
research questions should be posed
of the world they live in.

• Families know best what information
they need to improve the quality of
their lives.

• The research model is an effective
and useful way to gain knowledge
and information.

• Researchers and evaluators have the
technical expertise needed to fully
execute family centered evaluation.
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The Federation’s evaluation
curriculum recognizes that
families are the experts on
their lives and on the
services they receive. As part
of this expertise, families are
capable of identifying the
research that is most in need
of being conducted.
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The continuing and informed
participation of families is
essential to ensure the
acceptability, relevance, and
responsiveness of research
and evaluation efforts.

Barbara Friesan

Currently, family members
and family-run organizations
are directly involved in the
evaluation process in a
variety of ways. Families of
the F.R.I.E.N.D.S. project in
the Bronx, New York, are
using their superior capacity
to put family members at
ease to collect accurate and
complete data for the
project’s evaluation. In Napa
and Sonoma counties
(California), family members
are central to a study of
family perspectives about
how well the system of care
is working. Family members
have worked with a
researcher to decide the
focus of the study, conduct
interviews with family
members, youth, and service
providers, identify themes
and important results, and
identify processes and
services that need improve-
ment.

(continued on page 8)
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(continued on page 7)

The bottom line—what
made it work—was, without
a doubt, that we were all
passionately committed to
improving the lives of
children.

Ann Vander Stoep
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Working together as full research partners
requires:

• Flexibility. Don’t expect to begin at
a point of agreement...everything will
be a compromise.

• Patience. Don’t expect any meeting
to go as expected...family members
must tell stories and researchers will
insist on sticking to an agenda.

• Trust. Don’t expect instant respect.
You will be required to prove yourself.

• Humility. Don’t take it for granted
that you, the parent or Ph.D., are the
one with all the answers. Both research-
ers and parents are both wise and ig-
norant. You will be reminded daily.

• A Sense of Adventure. You’ll be
traveling in an alternate universe. En-
joy the ride!
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(continued on page 8)

It is important to set the right
tone at the beginning of any
collaboration. We had
several ground norms that
were key to our success.
They were:

• Listen to each other.

• Be respectful.

• Keep on track and keep
connecting everything to
what is needed.

• Be persistent. Don’t
withdraw if at first it looks
hopeless.

Marilynn Williams
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The family members
stretched my appreciation of
who is vital to the research
process. I hope someone will
scold me if I ever launch into
a research project without a
team of people whose lives
will be most affected by the
research.

Ann Vander Stoep
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The partnership between
family members and
evaluation staff in the
FRIENDS Initiative evolved
into a richer relationship
than the one between a
passive respondent and a
detached researcher. Family
members brought to
evaluation activities a
perspective that eventually
influenced the way data was
collected, interpreted, and
used.

(continued on page 15)

For more information on the
FRIENDS evaluation project,
call their main office, at 718-
402-3999.
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The more families know
about the language of
research, the better they are
able to consume it. As
families become familiar
with how to read and talk
about research, they will be
in a better position to join
researchers on projects.

Al Duchnowski
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Reading the Study
Both types of quantitative
studies are written up in
basically the same format:

• Abstract. This section
provides a brief summary
of the project.

• Introduction and
review of the litera-
ture. This section presents
the context and rationale
for the study.

• Methodology. This
section includes information
about the research
question, the subjects, the
measure of study and
instrumentation, description
of the intervention, and the
research methodology.

• Results. The statistical
procedures used to analyze
the data are presented.

• Discussion. Here the
researcher provides an
interpretation of the
results.

• Conclusion/Implica-
tions. The researcher
suggests next steps for
further study.
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Families felt comfortable
discussing their concerns with
other families. For example,
they voiced their concerns in
the satisfaction surveys that
there was no respite and
they felt their children could
stay at home if they had a
good respite program. The
Office of Behavioral Health
Services listened and acted
on family concerns by
appropriating funds for a
pilot respite program. Family
members (Charleston-
Huntington Area) will be at
the table helping to develop
this respite program.
Mountain State Parents CAN
will work with these families
to develop a satisfaction
survey to be used in the
program.

This entire process was
developed and implemented
by families. The message we
are sending to our families is
that their input is truly
needed and necessary for
change.

Teri Toothman
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We can prepare ourselves for
research roles by attending
educational seminars and
training focused on:

• Developing listening skills.

• Fine-tuning our ability to
record vital information.

• Identifying discriminatory
practices.

• Protecting information
through confidentiality
procedures.



○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

○

	�

��
����������"		��
���	��	���	�
� �����!�������
#������
	��7��
	�������
��

���������������������������������������
����������9��������������

�����������������
����� ���������

���� �����������
� �������
�
������������

�
�����������

��������������
�������������
����
����9��������������
������������"�����6����'��������
���2

3 7��-.�(������
���������)�

3 �����!�����������������������������
���->>?��	���	�������������65��

3 ��������������������������������������	�
����������������
�����������	�
����

3 4��������/���������7�C17��

�����������������������������
����������
���
��������
����
��������������
��������
���������������������������������������
������������������
�����
���������������
�������
�� ���!���� �	�
��	���� ��� ���
��	��������������������
��������������

C�	��������9���������������������
���
������ ������ ������ ������������� ����!�
������������ ��������'���� ���������	����
	�!�������������������

�������� ���������
����� ��	�
���������
����/����������������������������
���
��������������9�����������
���
�������
���������
����
������������������
������
��
����0������ ����������������� ����� ��� ��
������'�����������
������������
����������
��	���� ��� ������� ���������� ������ ��
���!�����	�
��������/������������
����
!�����
���������������������	�	��������
������		���������
�������������
�
��
��
�����������������������������	�������
��� ���
�����
����	����
� ���
��������
������������	�
����

5�������������
�����������������������
'�

� �����	�	��������
�����������

����������������������4���������
�������
��������������������	�
���������������

���
�
���� ����
����� ������ ���
�����
��
�
����������

����� ����
����� ����� 
���
� ����������
������������������������������	�������
��������9�	�������
������������������
���

������
�����������

 �������������������������""�����������
�������'�

����	������
�����������	�����
�����������������:����������������������
�������� ��� ����� ��
�
������ (��� ��	�
������ ���
�������)� ���� ����� 
��� ����
	�	����������������������	��
����
��
�����������

4������������������������������
���
�����
��������� ��������� ������� 
����
�����
(��������������
��)�����	����������������
	�	��������������������
���
��������
����������������������
���������
����

'��� ����������� 
������ ������ ���� ���
����
���������������������������������
�������������	�������'�����������������
������������������/��������������0�������
�����

�������������������������
���������
�������
������ ��

���������
������������
����������������������
�������

+��������������������/�������	������

�

������
���
���
���������������
�����������
��
�����
�������������	�
������������/������
������!����������������������������������
�
����������������	�	������������������
������
�!�
����������������������������
������
�����������������������������������

���������������������
��	�!����������
�������
��!���
���������
���������������

���

�� ������� �����	����� 
��
�����
��������� ��	������ 

!��'���� �����
��

����
�������������������������
�������

������������������
����&����������������
��		������������������������������
����
����� ����� ���
����� ���
������ ���
����
������ ���������������������������������
���������������
����������
���
����������
��	������
��������������		����������
��������������
��!����
��������	�����
����
������
���������!
������
���
��������
���������� ���� ����������� ��� ��� ����
��
�
����N-K�..�(���N-J�..�������������������
-.����	���)� ���	2�+�914���D��
����
������6�����	����� B.-�������7������
�
�0��������;��JJ=-B�

����	���������	���������������'�������2
��
���4�+&���
��&
����<�� �������
���� ����������&�� 
��� ����2� ����(55
���&$$
��&����

Another good source of
information on children’s
issues is KidsCampaigns,
sponsored by the Benton
Foundation. They can be
reached at 1-888-544-KIDS
or on the web at: http://
www.kidscampaigns.org.
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Gail Daniels, Washington, DC
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Barbara Sample, Billings, MT
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Beverly Bell, Richmond, VA
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Jane Adams, Topeka, KS
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Kathleen Berg, Meridian, ID
Lucille Eber, LaGrange, IL
Gene Karp, Arlington, VA
Alan Blankstein, Bloomington, IN
Patti Derr, Conroe, TX
Julie LaMonaca, Billings, MT
Ira Lourie, Rockville, MD
Carmen Pola, Boston, MA
Sue Smith, Atlanta, GA
Amin Valentin, Putnam Valley, NY
Angela Nelson, Chicago, IL
Teri Sanders, Flagstaff, AZ
Teri Toothman, Wheeling, WV
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Barbara Friesan, Portland, OR
Kathy Potter-Dennis, Chicago, IL

Claiming Children is edited and
produced by Warger, Eavy &
Associates. Address correspon-
dence regarding the newsletter to
them at: P.O. Box 3836, Reston, VA
20195. All other correspondence
should be sent to the Federation of
Families for Children’s Mental
Health at 1021 Prince Street,
Alexandria, VA 22314-2971.

http://www.ffcmh.org

The publication is supported
through a subcontract with the
National Technical Assistance
Center for Children’s Mental
Health, Georgetown University
Child Development Center, funded
through a cooperative agreement
among the Maternal and Child
Health Bureau, the Center for
Mental Health Services’ Child,
Adolescent and Family Branch, and
the Administration on Children,
Youth, and Families.
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1021 Prince St. • Alexandria, VA  22314-2971
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Don’t Forget!
The Federation’s Annual
Conference is:

November 19-22, 1998
J.W. Marriott Hotel
Washington, DC

For information, contact

B-C Family Productions
  16 Sagamore Place
  Hillsborough, NC 27278
  Phone: 919-477-3677
  FAX: 919-479-5247


