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EXECUTIVE SUMMARY 
Report on Group Development Workshop 

San Francisco, California 
May 13-14, 1987, 

PURPOSE OF THE WORKSHOP: 

In June, 1986, the National ~o'ard of the Candlelighters - 
Childhood Cancer Foundation made a decision to sponsor and 
initiate planning for a series of Leadership and Group 
Development Workshops for local leaders of self-help groups. The 
thrust of this program was to improve the skills of local group 
leadership, hopefully to increase parents' ability to lead local 
groups, collaborate with local medical and agency personnel, and 
meet some of the needs of parents and families. 

The May, 1987 Workshop in California grew out of this 
agenda, with local initiative from Parents Acting for Childhood 
Cancer Together (a San Francisco-based self-help group) and the 
California Division of the American Cancer Society. It had the 
added concerns of establishing dialogue and interaction among 
leaders of California groups and between these groups and the 
ACS . 

General issues addressed within the Workshop included: 

- What are common needs of families of children with cancer? 
- What kind(s) of self-help groups and group activities do these 

needs suggest? 
. -  How does one lead a group? 
- What organizational structures seem to work? 
- How can one facilitate parent group-professional collaboration? 
- How may groups reach out to resources available in their 

community? 
- How can we help each other? 

DESCRIPTION OF THE WORKSHOP: 

21 parent leaders (from 10 existing groups and 5 prospective 
groups), two California ACS staff and 3 facilitators attended the 
two-day workshop. . During the workshop, the primary emphasis was 
upon participatory learning through large and small-group 
discussions and leadership practice exercises. Group members 
were encouraged to share their own experiences as leaders and 
parents, and the lessons they had learned from this experience in 
running a self-help group. Within certain portions of the 
workshop, the facilitators provided lectures and demonstrations 
for participants. 

One of the principal design features of the workshop was the 
creation of a support group atmosphere among these self-help 
group leaders, thus modelling principles which could be applied 
to their own groups as well as providing an environment maximally 
conducive to learning, growth and sharing at multiple levels. 



Specific sections covered: information about major needs of 
families of children with cancer; information about the 
activities of groups; programming on the basis of the needs, 
interests and potential contributions of parents; facilitating 
group meetings and discussions; solving problems related to 
medical care and relations with medical staff; maintaining groups 
over time, especially with leadership changes; talking with 
families; involving others (networking, group coalitions, 
agencies, advocacy) . 
EVALUATION OF THE WORKSHOP: 

At the end of the workshop, participants were asked to 
complete a reaction form, providing evaluative feedback. This 
questionnaire included both open-ended items about the strengths 
and weaknesses of the workshop and objective rating scales. 

Six specific features of the workshop were evaluated by 
participants on a standard 1 to 7 rating scale, with 7 as the 
maximum positive rating. All average ratings fell above 6: 
organization of the workshop was rated 6.3; clarity of 
objectives, 6..2; work of the facilitators, 6.6; ideas and 
activities presented, 6.0; the scope or coverage, 6.3; and the 
benefit from attendance, 6.7. An overall rating (6.5) was also 
obtained. 

Written subjective evaluations by participants indicated 
that the opportunity to network and establish contacts with each 
other, and the good ideas passed from one leader to another,were 
the most positive features of their experience at this workshop. 

COST : 

The workshop was sponsored jointly by the Candlelighters 
Childhood Cancer Foundation (CCCF), the California Division of 
the American Cancer Society (ACS), and Parents Acting for 
Childhood Cancer Together (PACCT: a San Francisco-based family 
support group). Funds totalling $7500::~~ were received from these 
three organizations: from CCCF, $5000; from ACS, $1500; from 
PACCT, $1000. The CCCF, University of Michigan and Federation 
for Children with Special Needs provided experts in childhood 
cancer self-help organizations, parent advocacy, and training 
program evaluation, to facilitate the event. 

RECOMMENDATIONS: 

Based on the successful completion of this workshop, 
discussions held during the event and comments of participants on 
the post-workshop evaluation forms, the following actions are 
recommended. 

- Additional workshops should be held for other regions. 



- Increased liaison between CCCF, ACS and local childhood 
cancer groups should occur. ACS should publicize information 
about such joint efforts in its network, and CCCF should 
publicize within newsletters and throughout its networks. 

- Changes in the pre-workshop registration surveys are 
needed, in order to elicit more information on the specific 
activities pursued by each participating group (e.g., telephone 
trees, hotlines, transportation, relationships with other 
organizations, school systems and the hospital, advocacy efforts) 
and on the problematic issues faced by each group. If such 
information was fed back to all participants before the workshop 
began, they could arrive better prepared to discuss common issues 
and differences. 

- Additional emphasis should be placed on using a 
combination of practice exercises with targeted feedback on 
leader performance and specific information related to leadership 
skills and techniques which can be used to facilitate running 
group meetings. 

- Additional emphasis within these-events should be placed 
on specific legislative agendas for families of children with 
cancer - for example, catastrophic health insurance coverage, 
coverage for chronic illness, l e g i s l a t i o n  aga ins t  d i sc r iq ina t ion  
ineducationande~nployment,  and admission to the military. Such 
issues can also be better covered through more discussions or 

-- presentations. 

- Groups expressed a desire to continue the networking begun 
in this workshop among Candlelighters groups and between ACS and 
groups. Continuance and extension of these relationships was 
planned through visits, calls, newsletters, etc. 

- Participants expressed the desire to learn more about 
specific programs, with the intent of incorporating these into 
their groups' activities. Certain of these programs are from 
local groups (eg, family camps), while others are CCCF (hospital 
visitation) or ACS programs (school re-entry) or programs from 
other sources. k listing of these programs and information 
sources is contained in the Appendix. 

- For those who participated in this training event, an 
annual reunion, or some other way of reporting on progress toward 
building and improving their groups would provide a continuing 
relationship and reduce the isolation group leaders report that 
they experience. 
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Report on Group Development Workshop 
San Francisco, California 

May 13-14, 1987 

1 )  HISTORY AND SPONSORSHIP OF THE WORKSHOP - - -- 
In June 1986, the Candlelighters Childhood Cancer Foundation 

approved a project to provide assistance in leadership and group 
development for self-help and support groups for parents of 
children with cancer in several regions around the United States. 
The proposed workshops were intended as a means of enhancing the 
leadership capability of those in current or future leadership 
positions within such groups. They were also viewed as .a way for 
active parents to begin to share personal experiences in group 
leadership - to share information on common activities, benefits 
and problems of groups, exchange new ideas, engage in common. 
problem-solving, and identify resources. Finally, the workshop 
provided a means of informally disseminating the results of 
recent research on childhood cancer groups. 

SPONSORS: Over 250 local self-help and mutual support 
groups for families of children with cancer are part of the 
Candlelighters Childhood Cancer Foundation's network, and this 
project is one of several attempts by.which Candlelighters 
supports, advises and assists such groups and their members. The 
event was jointly sponsored'by Candlelighters, the California 
Division of the American Cancer Society, and Parents Acting for 
Childhood Cancer Together, a support group based in San 
Francisco. In addition, trained facilitators from the 
Candlelighters Childhood Cancer Foundation, the University of 
Michigan and the' Federation for Children with Special Needs 
designed, implemented, and evaluated this training. 

REPORT: This report is lengthy, and the detail of 
documentation is more extensive than usual in such reports. As 
this was a first attempt to pilot the workshop approach, we 
record and report the unique features of the training and 
participants' reactions to it, to assist in planning for future 
workshops. 

2 ) PARTI CI PANTS - 
21 parent leaders attended the training event, from 15 

groups or prospective groups ( a  list of participants and 
addresses is contained in the Appendix, page 1 ) .  All but two 
participants were female. Most parents were from California- 
based groups, but two leaders from an Oregon group and one parent 
attempting to develop a group in Nevada also attended. 

Two parent/professionals facilitated the workshop. Mark 
Chesler, Ph.D. is President of the Candlelighters Childhood 



Cancer Foundation and Professor of Sociology at the University of 
Michigan. Betsy Anderson is a parent advocacy trainer and 
founder of the Federation for Children with Special Needs. The 
workshop event was documented by Toby Ayers, Ph.D., a research 
fellow in the Intervention Research Project, in the School of 
Social Work, the University of Michigan. 

Two representatives from the American Cancer Society also 
participated in the workshop: Helen Crothers, MSW, ACS Associate 
Director, Service and Rehabilitation, and member of the ACS 
Children & Cancer Subcommittee; and Sara Perkins, MPH, ACS 
Project Coordinator, Service and Rehabilitation, and staff on the 
ACS School Re-Entry project. Their roles were several: to become 
informed about participating groups' activities and needs, inform 
participants about services that ACS can provide, assist in the 
facilitation of the workshop, and link to future program 
development and collaboration with local groups. 

RESULTS PRE-WORKSHOP SURVEYS PARTICIPANTS 

a) SURVEYS ADMINISTERED: Two surveys were administered prior to - 
the workshop. 1 )  Preliminary information on the participating 
groups was initially collected through a mail survey as a part of 
the reqistration process. A copy of this preliminary survey is 
found in the Appendix (page 3). 2) During the introductory period 
of the workshoe, participants were asked to provide information -- 
on the activities of their groups. A checklist of possible 
activities and potential benefits from group membership was 
completed by each participant (a copy of this checklist follows; 
summarized results are found in the Appendix, page 4). 

These pre-workshop surveys had. several purposes. First, 
they provided information to help guide the workshop facilitators 
in talking about specific group activities. In addition, 
participants' answers were summarized and fed back to them later 
in the workshop. Finally, the survey provides information which 
can assist in evaluating longer-term effects of the training (by 
re-administering the checklist at a later time), by allowing 
comparisons - for example, do activities become more diversified 
in the months following the training? Are more of a range of 
benefits to members reported? 

SUMMARY RESULTS OF PRE-WORKSHOP SURVEYS: - 

MEMBERSHIP: Five of the 21 participants indicated that they 
did not currently lead an active group, but were attempting to 
begin one. Of the active groups, eight reported meetings were 
held monthly. The number of regular attendees was between 6-10 
in six groups, 10-20 in three groups, and 25-30 in two groups. 
Mailing lists also varied, from 20 to 2000 newsletters 
distributed. 

ACTIVITIES: Participants were asked to review a list of six 
common activities of groups, and rate each activity engaged in by 



their group, by importance. - 

1. We'd like to get some idea of the specific things people do (did) 
a t  group meetinss. For each potential activity, please place a check 

, in the appropriate column that best describes how often people in your 
I group do (did) these things. (*If you do not have an active group, 
: please answer according to what you think people might do  at  these 
1 meetings.') Some- A 

A lot timcc Little 
,a. Talk about the stresses on the family 
b. Talk about very personal feelings 
c. Discuss recent advances in treatment 
d. Learn how to deal with emotional issues 
e. Give feedback to Doctors or Nurses 
f. Plan to change things in the hospital (clinic) 
g. Raise money for the hospital 

' h. Plan to pet together sociall?* 
' i. Visic other parents at home 
j. Contribute funds for needy families 
k. Plan group activities 
1. Discuss how to recruit new members 

, m. Pressing for change in social policies 
tha t  affect us 

Never 

1 
4 2. How much do !.our members personally benefit from the group in the 

following areas? Please check the appropriate column. ('If you do 
not have an active group, please answer according to how you think 
people might benefit from these groups.') 

I fh.  
' v  . , . i. 

,j. 
k. 

a 1. 
m. 

I 

/ 
n. 
0. 

P . 

Getting information about cancer 
Understanding the treatments 
Learning wi~o's who on the staff 
Learning my "rights" a s  a parent 
Coping with my child's problems 
Dealing with my child's school 
Coping with problems in my family 
Coping with the death of my child 
Developing self-confidence 
Being helpful to other parents 
Getting help from other parents 
Meeting others with similar problems 
Coping with public attitudes toward 
my. child's condition/iLlness 

Feeling part  of a larger group 
Getting help from the medical staff 
Being an  active part  of the 
medical care system 

Changing things in the hospital 
Being supported. approved of 
Learning to cope differently 
Feeling freer to express my feelings 
Learning how to be a leader 
Feeling spritual uplifting 
Talking abou: my chiiti 
Lsql.essinr :111rl len~-nlng com!x:-cslon 

Much Some Little 
benefit benefit benefit 

No 
benefit 



~ctivities selected as more important: 

EMOTIONAL SUPPORT was most frequently selected as the 
most important group activity. 

INFORMATION was ranked second. 
VISITATION was ranked third. 

~ctivities selected as least important: 

FUNDRAISING was most frequently selected as the least 
important group activity. 

CHANGES IN MEDICAL OR PSYCHOSOCIAL CARE was also ranked 
very low. 

PROBLEMS: Participants were asked to describe the biggest 
problem faced by their group. The most common answers were 
concerned with participation and involvement of parents in the 
group: increasing interest, and getting people who come to 
meetings to participate in fundraising, group operations or on 
the Board; getting new parents; overcoming energy loss due to 
travel distance; a lack of funds. 

COOPERATION WITH MEDICAL SYSTEM: 1 1  groups indicated they 
received assistance from local medical staff, and 6 groups 
reported that hospital staff were actively involved in the group. 
For the most part, this staff activity consisted of providing 
information, seminars, and serving as speakers at meetings, 
helping plan and coordinating activities, serving on the Board, 
providing referrals, and participating in group activities. 
Several groups reported problems in gaining staff help in 
publicizing the group's existance and in gathering referrals. 

COOPERATION WITH ACS: 7 groups reported receiving 
assistance from the American Cancer Society, in the form of 
funds, facilities, videos, brochures, library, duplicating, 
printing and paper, referrals, promotions, advice, conferences or 
workshops. 5 of the groups reported no assistance from ACS: 1 
group did not know what assistance might be available; 1 stated 
help was not offered by ACS; 1 received help from alternate 
organizations. 

3 )  DESCRIPTION OF THE TRAINING - -- 
DESIGN: This event was conceptualized as a beginning point, 

an attempt to enhance the leadership of self-help and support 
groups as an organized means of helping large numbers of families 
with diverse needs (in contrast to training such persons to 
provide peer support on a one-to-one basis). A second major 
intent was to establish a continuing dialogue among groups and 
between the ACS and groups in the California area. Thus, the 
event was designed to facilitate the sharing o f  new ideas and 
existing programs and networking among participants. 



General concerns addressed within the workshop included: 

What are common needs of self-help groups and members? 
What kind(s) of groups and group activities do these 

needs suggest? 
How does one lead a group? 
What organizational structures seem to work? 
How can one facilitate parent-professional collaboration? 
How may groups reach out to resources available in their 

community? 
How can we help each other? 

The style of presentation was primarily participatory rather 
than didactic. Group members shared their own experiences as 
leaders and parents, the difficulties they had faced and the 
lessons they had learned from the experience of leading a self- 
help group. Activities and small group discussion increased 
participation. Practice in leading groups and modeling of 
leadership skills was provided by asking volunteers to lead 
various activities. Within various sections of the workshop, 
lectures by the facilitators, demonstrations, and practice 
exercises were also utilized. 

TRAINING SITE: The workshop was held at the Mercy Center 
-outside of San Francisco. This convention center included 
conference rooms and a dining facility; in addition, a room was 
provided for each participant for Wednesday night. 

SECTION 1: INTRODUCTIONS: PARTICIPANTS AND WORKSHOP PURPOSES - 
(~ednesday, 10:OO - 12:OO 

Mark Chesler outlined the planned agenda for the two-day 
group development workshop. Dr. Chesler provided a brief history 
of the Candlelighters Childhood Cancer Foundation, which provides 
linkages between more than 250 self-help and support groups in 
the United States and ten other countries. About fifteen years 
ago, CCCF was founded as a local, Washington D.C.-based self-help 
group for parents of children with cancer. Now an international 
organization, Candlelighters works to assist local groups to 
provide programs for families, to identify solutions to the 
problems of living with and treating childhood cancer, and to 
promote communication between par-ents and the medical, 
psyehologic~l, social and educational services professionals who 
treat their children. The CCCF provides direct.services such as 
a parent newsletter, a youth newsletter, educational materials, 
an information hotline for families, and advocacy functions for 
families facing insurance and employment discrimination problems. 
(A list of materials available from CCCF is included within the 
~ppendix, page 5). About a year ago, a decision was made by the 
CCCF to pilot a regional skills enhancement workshop for self- 
help group leaders, in order to help groups further develop the 
services they offer at a local level. 



Helen Crothers, Associate Director of Service and 
Rehabilitation for the California Division of the American Cancer 
Society presented an overview of the increasing support for 
childhood cancer issues within the California ACS, and the recent 
collaboration between ACS and Felicia Lowe Schwartz of the PACCT 
self-help group based in San Francisco. Betsy Anderson, of the 
Federation for Children With Special Needs, provided a history of 
parent involvement with mutual support and self-help 
organizations and discussed this organization's programs in 
developing working relationships and coalitions among parent 
groups with similar aims, and in training parent advocates. 

PARTICIPANTS: After the explanation of the purposes of the 
workshop and an introduction to the facilitators and organizers, 
the participants introduced themselves and their organizations. 
Each expressed the general needs of their group, and explained 
why they were attending this workshop. 

The needs expressed by participants during the introduction 
,---- were very similar to their responses on the two pre-workshop 

surveys, primarily related to group-building, membership, 
participation and attendance, getting support from and 
difficulties with medical staff, travel distance, and a lack of 
resources. The diversity of needs of members was also noted 
(including a wide range of income levels)'. To meet these needs, 
some groups had a range of different activities, but others felt 
they didn't know how to provide a diversity of activities to meet 
diverse needs. Other participants felt overwhelmed by the amount 
of work to be done: some had huge geographical areas to cover; 
others noted problems with turnover in group leadership and 
membership largely related to the child's illness ("...our energy 
comes and goes"); some felt they were overextended. 

Person-to-person sharing allowed many of these leaders to 
express a sense of isolation and loneliness, and their own need 
to talk to others-dealing with the same difficult leadership 
issues as they. It was clear from their statements and 
enthusiasm that these participants were very glad to talk to 
other leaders: some noted that networking and coordination 
between groups was a major need. It is indicative of this 
isolation and need to share with others like themselves that the 
introductory section of this workshop lasted far longer than 
anticipated, encompassing the entire two hours and extending into 
-the lunch period. 

DISCUSSION TASK: Given this introduction to groups' needs 
and activities, participants were asked to discuss two general 
questions during the lunch period: 

What'are the needs of parents; what issues or 
problems are they facing? 

What needs do the groups address? 

This discussion was used as the basis for the following 
section of the workshop. 



SECTION - 2: PROGRAMMING ON THE BASES OF PARENTS' NEEDS, INTERESTS - 

I 
AND CONTRIBUTIONS 

./' mdnesday, 1:00 - 4:00 pm) 
After lunch, participants split into two subgroups, one 

facilitated by Dr. Chesler, one facilitated by Ms. Anderson. 
Each used the above general questions as a basis for discussions. 
The subgroups discussed: 

a) who are, and should be, members of the group 
b) typical needs and problem issues for_families I 
c) needs of the group as a whole 1 

--- -dl program2 ar-eas and/_o.r.-sage-sti-ons- for activities which can ----+ = -- .. -- a=- - a - s~s i - in  T & e ~ i ~ ~  t3TpiSl-f  amilj?-BGS% . - - 
Fina l ly ,  par t ic ipants  m e t  together t o  present a sumnag of t h e i r  subgroup 

\ r 
discussions, and t o  canpare c o n c l ~ i o n s .  These discussions,are out l ined below. 

1 

a) POTENTIAL MEMBERS AND/OR HELPERS OF THE GROUP were viewed , 
broadly. Participants tended to view an open, diverse membership 1 
as an important goal for their groups: family, friends, I 

professionals and members of similar groups. I I 
J 

Primary members, of course, are parents - of newly diagnosed 
children, of children in treatment, of long-term survivors, of 
terminally ill children. For bereaved families, continuing 

I 
> 

support is also important, as the group is a means of maintaining 
bonds and assisting the grief process. However, the issue of ! 

mixing parents of living and deceased children in meetings 
generated much discussion. Many participants agreed this 

I 

interaction was needed, but had to be handled carefully. Some 
suggested that it is hard for bereaved parents to share at 
meetings; it's painful for them to talk about their experience i 

I 
1 

, and to hear about other childrens' treatment. Moreover, parents 
of living children with cancer may be awkward or fearful in front 
of them. However, bereaved parents also can demonstrate to 

I others that one can survive such an experience. Some groups have I 

meetings attended by all categories of parents, while others run 
separate group meetings for parents of living'and parents of 
deceased children. Some do both. 

Involvement of the family - - -  as a unit (rather than the more 
common situation of only one parent, typically the mother, being 
involved with the group) was discussed as the ideal situation, 
with involvement by fathers as well as mothers, and by i 
grandparents and siblings. In addition, the special problems of 
single-parent families were noted. Activities such as camps, 
which facilitate the involvement of entire families as well as 
close friends, were suggested. 

Participants wanted to include families from various 
socioeconomic levels, various racial and ethnic groups and/or who i - 
speak various languaqes. As one participant noted, however,. 
"it's hard to come if you're the only one". This issue of t 

providing help to a diverse range of parents (not only white, 
middle class mothers) was discussed at length. Groups felt they ..! 
needed to develop the capacity to connect with many types of 



people, and to operate a group in a way that is comfortable and 
helpful for them. In one group, a spanish-speaking subgroup has 
begun; in another, the hospital provided translators. Depending 
on the kind of resources the group has, different ways of 
contacting parents of diverse backgrounds can be pursued: 
abbreviated information programs can be offered in community 
centers or other neighborhood sites; meetings can be held outside 
the hospital - at libraries, churches and other public places; 
public transportation can be arranged to make activities more 
accessible; groups can do more extensive outreach to agencies and 
religious organizations which deal with ethnic and minority 
issues and populations. 

Participants also indicated an interest in forminq 
coalitions or collaborative arranqements with others interested 
in similar issues. Thus, health ~rofessionals were seen as 
potential members of the group anh/or contributors to it. 
Participants noted, however, important differences between the 
style and goals of helping provided by parents in the group and 
by professionals; they approach problems in different ways and 
with somewhat different goals. Parents also felt that* while 
their experience made them experts, professionals with formal 
help and training can contribute educational information, 
knowledge about resources, and different perspectives on the 
problems parents face. Other support groups and/or agencies 
dealing with cancer or other chronic illnesses or disabilities 
also were viewed as potential sources of resources and support. 
Participants noted the potential benefits of setting up 
coalitions between groups, adding to each others' strengths. 

b) PERCEIVED NEEDS OF FAMILIES: Each subgroup enumerated 
what they felt were the most common or paramount needs of parents 
and families. The conclusions of the two subgroups have been 
combined and are presented below. 

Understanding and Support: 
* deal with the impact of illness on the family: work to 

keep the family together, explore sibling issues 
* social acceptance for the child: deal with hair loss, 

re-entering school and the community 
* opportunities for serious talking about emotions, in a 

safe, supportive atmosphere 
* deal with bereavement issues 

Information about: 
* social services (medical insurance, financial assistance) 
* medical treatment 
* formal and informal hospital rules 
* parents' rights in hospital 
* helpful ways of coping 
* practical ideas on child rearing, childcare, parenting 
* ways to handle common problems (employment, dealing with 

funerals, school, child discipline) 



Education for others: 
* hospital/clinic staff - about parent needs and problems 
* school personnel 

' Practical help: 
* financial assistance 
* arrange for cooking, cleaning, childcare 
* respite care 
* pursue families' complaints about staff or hospital 

Social Activities: 
* social activities (potlucks, picnics) 
* recreational activities for the child and entire family 

(camps, vacations, outings) 
* home visits 
A chart detailing the relationship between parents' needs 

(or stresses) and common self~help group activities was 
distributed. This chart, which illustrates a wide range of 
activities which may be undertaken by different groups, is 
attached2 (refer to the Appendix, page 6). 

c) PERCEIVED NEEDS OF GROUPS: Primary needs of groups 
included insuring that the group not only survives but functions 
well. Suggested strategies included delegating responsibilities, 
being bold about asking others for help, sharing tasks and 
scouting out talent and unique abilities among members and in the 
community. Hospitals, community agencies, ACS and others can : 
also be used to help meet parents' needs. 

Moreover, group success depends on being able to meet parent 
needs, and to develop programs that help people. Different 
parents have different needs, and it was seen as ~articularlv 
important to help parents of both surviving and dkceased 

- 
children. Referrals were another area of special need; it was 
pointed out that because of the many problems with typical 
systems of referral, expectations of the group leaders must be 
realistic. There is the potential for conflict with hospitals 
(around issues such as patient/family confidentiality) that may 
make an effective system of referral of families to the group 
quite difficult. 

Thus, participants emphasized the need to create good 
working relationships between groups and the medical care system. 
While the pre-workshop survey responses indicated that " m a k i n g  
changes in the system of medical care" was an infrequent 
activity, discussions during the workshop repeatedly emphasized 
needed changes in hospitals and systems of care: needs for 
additional services, concerns about parents' rights within the 
hospital, the need for greater sensitivity of caregivers to 
parents and patients, the need for information. 

Research indicates that different groups organize themselves 
to meet these needs in very different ways (~athanson, 1986; Yoak 
& Chesler, 1985). Some groups are formally organized, with 



elected officials, committees, regular business meetings, and 
official charters and by-laws (perhaps including a tax-exempt 
status). Others are quite informally organized, operating as 
small discussion groups, often without officers or by-laws. Many 
groups fall in-between these extremes. Depending upon who the 
members are, and what their goals are for one another and for the 
group, each of these structures may make excellent sense. 
Similarly, some parent groups operate with only minimal help from 
medical professionals, while others involve professionals in many 
aspects of the group's operation. Indeed, some groups are led 
almost completely by professionals, like staff-led discussion 
groups rather than parent self-help groups. Most groups operate 
with some regular connection and collaboration with professional 
staff members, while maintaining control and leadership of the 
group in parental hands. In this matter, as above, different 
working arrangements will best suit different parents and groups 
with different goals, access to resources and available time, 
energy and talent. CCCF provides many suggestions regarding how 
local groups can be organized in Nathanson's excellent handbook, 
"Organizing and Maintaining Support Groups for Parents of 
Children with Chronic Illnesses and Handicapping Conditions". 

d) PROGRAMMATIC SUGGESTIONS: Participants continued by 
discussing and developing lists of group programs and activities 
which may help meet parents' needs. The focus was upon assuring 
a range of small-scale but diverse programs which match the range 
of needs of potential members. Since parents do not always have 
all the same needs, different groups will establish different 
priorities among these programs. Following is a synthesis of 
suggestions from the two subgroups. 

Programmatic Suggestions: 

* identify and develop special individual and group talents 
* provide activities 

- safe social activities 
- full-family activities such as camping 
- casual staff/parent interactions (potlucks) 

* provide emotional support 
- hospital visitation programs 
- telephone networks 
- group meetings: for talking 

for information 
for inspiration 

* provide information through speakers: 
- be sensitive to parents' requests 
- clue speakers into parents' needs 

* provide emergency funds: 
- as an incentive for group membership 
- as a way to identify needy families 
- buy needed items for families 
- buy toys or other things for clinics 



* develop information resources: 
- packet of materials for newly diagnosed 
- cooperate with hospital 

* develop "help lists" 
- coping strategies (eg, help from friends, diaries, 

humor 
- practical parenting (nutrition, safe activities) 
- how friends can help (babysit; provide or arrange 

entertainment for children or the group; 
help with newsletter; carry out an 
activity from start to finish - a day at the 
beach or a party) 

* target specific groups for special programs 
- fathers 
- ethnic minority groups 
- medical, school and agency staff 

* reinforce parents and staff through public recignition 
During these discussions, several group leaders expressed a 

fear of retaliation from medical staff for the activities they -- 
wished to pursue, for attempts to change hospital procedures or 
to raise questions and complaints about problems in treatment. 
One participant noted that her group confronted this problem 
directly, by indicating to medical staff exactly what kinds of 
behavior were desired or undesirable. This was done by giving 
monthly awards: a Compassionate Care award to a specific staff 
member, and a Bogie award to "the unnamed person who bugs us the 
most"; while the latter staff member is not named, their 
undesirable behavior is clearly described. 

SECTION - 3: LEADING GROUPS AND GROUP MEETINGS - 
(Wednesday, 7:00 - 9:00 pm) 

VIEWING A FILM ( 7 : 0 0  - 8:15 pm): During the evening 
session, an ACS-produced film was shown and discussed: "When A 
Child Has Cancer: Helping Families Cope". The purpose was to 
demonstrate and model a parent leading a discussion of the film's 
content after viewing. Therefore, the group again split into two 
subgroups; in each, a volunteer parent led a brief discussion, 
and was provided with feedback on their leadership behavior. 

In addition, this exercise demonstrated the potential 
usefulness of an educational film - that is, how interesting and 
useful group discussions can "spin off" the film. For example, 
topics which arose during discussion of the film included the 
involvement of husbands in treatment and in the group, the 
potential relationship between a lack of such involvement and 
long term negative effects in families, and reasons why some 
fathers to become more involved in the group and their child's 
treatment. It was concluded that the group discussion setting 
may be especially threatening to men. One alternative offered 
was involvement in activities within much smaller family-based 
groups, where men can more easily establish friendships and feel 
more in control. 



LEADERSHIP SKILLS FACILITATION ACTIVITY (8:20 - 9:00 pm): 
This exercise dealt with dilemmas which may be faced by support 
group leaders as their group attempts to assist parents. To 
provide additional practice in leading focused group discussions, 
small groups of participants were given brief descriptions of 
seven commonly encountered problem situations, to be used as the 
basis for a discussion. (These are contained in the Appendix, 
page 7, along with a handout provided to participants on small- 
group leader behavior). 

The purposes of this exercise were to provide an opportunity 
for selected participants to directly practice important group 
facilitation skills, to recieve feedback on leadership 
performance, and to model these skills for the remainder of the 
group. A volunteer leader-facilitator was selected by each small 
group, and each group selected two scenarios as stimuli for 
discussion. In the course of these discussions (about a 10-15 
minutes per scenario), members were to attempt to come to an 
understanding of the issues, the differing perspectives of 
different members, and constructive ideas or strategies which 
might be of help. 

For example, one group discussed situation #4: "You have had 
a nice small group of families for a few years but are aware that 
few, if any, families other than white middle class are members. 
Should this be an issue and if so, how might it be addressed?" 
The group selected this scenario because they felt it described 
their membership: white, middle class and well-educated. They 
discussed the problem of families who need help but won't ask for 
it, and of group members who don't want to make the effort to 
reach out to people who are "different". They suggested ways to 
contact families in the hospital. Cultural differences, as well 
as potential discrimination, were felt to be blocks to 
involvement, making some families-feel uncomfortable or unwanted 
within the group. For many families the real block to 
involvement were more basic issues of survival; time, money and 
opportunity to become involved in the group may not be readily 
available. 

At the conclusion of the discussion period, participants 
again re-joined the full group and provided feedback to their 
volunteer leaders, focusing particularly on positive aspects of 
their facilitation of discussion. 

VIDEOTAPE: A videotape was shown on summer camps for ill 
children that are offered through the ACS for -children was shown. 
Participants were informed about the availability of a camp 
resource directory, which included information on nine 
California-area camps. 



SECTION 4: LEADING DISCUSSIONS AND SOLVING PROBLEMS RELATED TO - - 
MEDICAL STAFFS 
(Thursday, 9:00 - 10:45 am) 

GROUP PROBLEM-SOLVING EXERCISE: The purposes of this task 
were to work as a group on issues which are typically problematic 
for parents, and to provide additional development and modeling 
of leadership skills. Participants were given a list of 
scenarios (refer to the Appendix, paqe 1 1 )  which focused on 
staff -parent interactions-;elated to; institutions (4 scenarios) ; 
the group (3 scenarios); individuals (3 scenarios). Examples are 
given below. 

Institution: "Your support group feels that a parent who can 
represent your desires and concern ought to be a regular part of 
the staff. Then that person can liaison both ways - with the 
staff and with parents. You have heard of similar "Parent 
Advocacyn or "Parent Representative" programs at other hospitals 
and want to adopt it at your institution." 

Group: "Your support group meets outside the hospital, and 
has been having difficulty discovering who are newly diagnosed 
patients, and what their family names and addresses are." 

Individual: "You are sitting across the hospital room from 
your 5 year old child. It is necessary for a new IV line to be 
begun. The young intern is obviously having difficulty finding 
the vein; he has missed the "stick" three times and is beginning 
to perspire nervously. " 

Three groups were formed, and a volunteer leader and 
recorder were selected by each subgroup. Each subgroup was 
instructed to take 20-25 minutes to discuss one scenario, then 
to take a-final ten minutes to give feedback to the volunteer 
leader on their performance. A second scenario (in a different 
category) was then selected, and another discussion and feedback 
session was held. 

This section of the workshop ended with Dr. Cheslerls wrap- 
up within the full-group setting, which focused on the 
interaction between the three categories of problems dealt with 
in this exercise: problems xith institutions, group-level 
problems and individual problems. Problem areas and solutions 
overlap and often occur simultaneously, as the group works to 
improve the institutional system of care, builds itself as an 
organization, and acts as an advocate or intermediary to help 
individual parents. 



SECTION 5: MAINTAINING GROUPS OVER TIME: CONCERNS ABOUT - 
LEADERSHIP CHANGES ANDHELPING AT TIMES OF RELAPSE, - 

. TERMINAL ILLNESS ANDEATH OF ACHILD - - 
(Thursday, 11:OO - 12:OO am) 

This period dealt with issues participants felt were 
important but which had not been specifically included in the 
pre-planned agenda. Two issues were proposed by members: (1 )  
recruiting and preparing new persons to take over group 
leadership; and (2) talking with parents whose children have 
relapsed, are terminally ill or have died. 

Participants broke into two subgroups, with those wanting to 
discuss leadership issues in one room, and those preferring to 
discuss issues related to helping families through hard times in 
another. Splitting the group in this way allowed both 
discussions to occur in a more managable and intimate small group 
setting, and allowed sufficient time for each issue to be treated 
in depth. However, it was clear that both issues were very 
important to everyone; thus, a summary of the discussion and 
conclusions of each subgroup was held for all participants 
together. 

a) PASSING THE TORCH OF LEADERSHIP TO NEW LEADERS - - - -- 
participants discussed the problems involved in recruiting 

and preparing new leaders for the group, and how the group can 
function well through these transition periods. The problem of 
defining long-term and short-term goals for the group also was - 
discussed, with participants concluding that the purposes and 
benefits of the group should be defined, and the responsibility 
for meeting the goal and techniques used should be clear (who is 
to do what, and how?). It was especially noted that goals should 
be realistic, because most groups have limited resources. In 
addition, needs will shift across time, so goals, programs and 
leadership should be dynamic and flexible. 

Participants developed a wealth of suggestions for 
facilitating the leadership transfer process; these are 
enumerated below. They generally are concerned with deleqatinq 
tasks as a way to both avoid burnout and to making the transition 
easier (that is, insuring that the work and responsibility are 
spread among a number of people, so no one person has to "do it 
all"). Several other suggestions dealt with structuring the 
group to insure there will be enough people to carry out 
activities and tasks. 

Use of 
* 
* 
* 
* 
* 
* 
* 

a teamwork approach: 
delegate tasks among a number of people 
share tasks with new leaders 
use a "buddy system" with the new leaders 
take risks and ask people to volunteer for tasks 
be unafraid to say "no; others can take over that taskw 
personally train new leaders (teach them the ropes) 
trust new people to do things their own way 



Preparation for leader's departure: 
* have an explicit strategy for torch-passing 
* prepare others; consult with them 
* train others: "we are our own faculty" 
* train others through skills workshops 
* begin by delegating small ta'sks to new leaders; test each 

other, then go on to larger tasks 
* read the "chemistry" of the group and know when to change 

leadership 
* understand the unique abilities of each core member 
* pass resources along 
* understand that if the old leader must move on, it is 

possible the group may change radically or even cease, 
and old leaders shouldn't feel guilty 

Group structure: 
* set leader tenure limits; for example, 2 year terms 
* have interim or rotating leaderships 
* allow the group to change, ebb and flow as leaders change 

over; also as needs may change 
* one group has a 2-tier'structure, families in treatment 

and support families who are off treatment, so take 
responsibility for the bulk of the group work 

b) PARENTS WHOSE CHILDREN HAVE RELAPSED OR BECOME TERMINALLY ILL, - - 
AND BEREAVED PARENTS 

The other parent subgroup discussed the issue of how to talk 
to and help parents whose child has relapsed, is terminally ill 
or has died. This subgroup included a parent of a child who had 
died recently and a parent of a child who had relapsed. Both 
these parents opened their hearts and minds to other members, 
answering questions and modelling a process of giving and 
receiving information and help. Thus, in addition to discussion 
of techniques of helping such parents, this group experienced 
these processes directly, and shared deep feelings of pain and 
compassion for one another. It was a discussion like many others 
that occur in local groups: an intense and moving exchange, 
complete with tears of sadness and of the joy of meaningful 
connection with one another. 

These parents developed a list of suggestions for ways to 
be sensitive to the needs of parents who are experiencing very 
traumatic situations. These suggestions were presented to and 
discussed by the full group at the end of this session. 

At Diagnosis: 
* establish bonds 
* share personal experiences and emotions 
* stress the caring for each other 
* do practical things to help the family 



At Relapse: 
* provide even more practical help, e.g., with siblings 
* keep in touch with the family; don't lose contact 
* find out if the immediate family is supportive or not 
* don't allow anxiety or fear to paralyze you as a helper 

If Terminal: 
* all of the above 
* find out how the family wants to deal with the death; if 

they want to be alone, let them; if not, join them 
* be with the family if they want you to; offer to sleep 

over and provide help 
* be open to the family allowing the child to die as they 

wish, in the company of whoever they wish 
* feel free to show emotion and cry 

At Death: 
* give the family time alone, but - 
* let them know you're there when they need you 
* it's never too late to send a card or make a call; 

remember anniversaries (the family will) 

SECTION - 6: REACHING OUT TO AND WORKING WITH OTHERS -- 
(Thur ~ d a y  , 1 : 00-4:00 - 

THE ROLE OF CCCF: -Dr. Chesler emphasized the special role 
that the Candlelighters Childhood Cancer Foundation plays in 
aiding families of children with cancer and their local support 
groups. Just as individual parents are not alone when they join 
a local support group, local groups are not alone when they are 
linked into the CCCF network. The very fact of a national 
organization means we are connected with one another. The 
Foundation's educational materials, and their staff's or board's 
presence at meetings of medical and social work professionals, 
means that the needs and concerns of families of children with 
cancer constantly are shared with a wide variety of audiences. 
In this way professional and community support for local support 
groups is enhanced. Thus, CCCF's role as a representative and 
advocate of self-help and support groups for families of children 
with cancer paves the way for medical staff and ACS acceptance of 
these groups, and of the new programs that our families and 
children desperately need. A s  this workshop demanstrates, CCCF 
also helps "pass on" the experience and wisdom of local group 
leaders, increasing the vitality and effectiveness of other 
groups throughout the nation. 

The "Affiliation Agreement" between CCCF and ACS, in force 
since 1980, provides some guidance to local parent groups seeking 
to create working rela,tionships with local and state affiliates 
of the American Cancer Society. ACS has urged its Divisions and 
Units to establish liaison with parent groups and to assist them 
in their development and operation. CCCF continually urges local 



group leaders to make contact with local ACS officials, to 
cooperate in providing services to children and families, and to 
aid them in their professional education programs. It was noted 
that many parent group leaders, and many local ACS officials, do 
not know that this agreement exists, that there are collaborative 
relationships between CCCF and ACS at a national level, and that 
ACS provides financial support to CCCF. Local group leaders were 
urged to initiate local liaisons, to seek ACS support for their 
outreach and educational programs and to inform ACS staff and 
volunteers of the needs of childhood cancer families and groups. 

THE ROLE OF ACS: Ms. Crothers clarified the role of the 
California ACS in relation to local self-help groups for 
childhood cancer. Currently, there is much variation in the 
amount of assistance local groups receive from their local ACS 
office, as there is no nationally-defined standard as to how ACS 
should relate to these groups. However, one result of this 
workshop is that the information Ms. Crothers has gained from 
participants will be shared with ACS. She suggested that 
specific bylaws may help to define this relationship, and 
believes that in the future there will be a greater acceptance of 
childhood cancer issues as high priority in ACS. It was noted, 
however, that parent groups need to continue to make their needs 
and agendas clear to ACS, and to request services (as noted 
earlier, 5 of 12 groups represented at this workshop had received 
no assistance from ACS). 

It was emphasized that when requesting services from ACS, it 
is helpful to have an affiliation to the Candlelighters network, 
even if it is an informal one. The CCCF provides a strong 
credential for local groups. 

The specific services available to groups were presented by 
Ms. Crothers and discussed by the group. The available services 
are listed below. In addition, the California ACS wishes to 
develop an information and guidance manual for parents of 
children with cancer. (She noted that independent prior research 
indicates that the California ACS has an extraordinary history of 
outreach to self-help groups and for programs dealing with 
childhood cancer 1.  

Programs : 
* hotel guestroom program 
* school integration program on advocacy and re-entry 
* public affairs program 
* workplace programs 

- advocacy for work re-entry 
- special educational program for business and industry 

practical help: 
* home care and gift items 
* transportation to and from treatment 
* special needed items (such as wigs) 



Education: 
- * computerized information resource databases (covering 

treatments, for example) 
. * patient education libraries 

Counseling: 
* (some) crisis counseling for parents 

Legislation: 
* lobbyist in washington, D.C. 

MAKING CHANGES IN HOSPITALS: Ms. Anderson described 
political processes for becoming involved in improving hospitals 
at the stage of planning for construction of facilities, using as 
an example the Massachusetts Ten Taxpayer Group (TTG) process. 
She described her own experience in a coalition of health care 
groups which formed a TTG. The TTG process allowed parents to 
meet with hospital staff and officials in a planning context 
rather than in crisis periods, a less threatening and more 
cooperative way to interact. This group was able to facilitate 
many improvements in the design of a new hospital which better 
met families' needs. The group of Massachusetts parents 
evaluated the medical care system through informal feedback from 
parents and written questionnaires and presented this information 
to medical staff. The importance of constructive ways of 
presenting feedback was mentioned, by targeting strengths as well 
as areas to be improved, and how. 

FCSN has done national surveys of hospitals and state health 
departments across the nation, and a report on this is available 
from Ms. Anderson. It includes questions about Parent Advisory 
Committees which have a voice in hospital decision making. 
Hospitals and health departments are said to be increasingly 
supportive of formal parent involvement but are unsure about 
how to arrange this. 

COMBINING OUR STRENGTHS THROUGH GROUP COALITIONS, AND 
IMPACTING LEGISLATION: Ms. Anderson presented material on 
working with other groups with similar aims, and establishing 
coalitions in order to be able to have impact on broader issues - 
for example, on policy at the state and national levels. There 
are important umega-issues" that affect all ill children, such as 
insurance, health care financing, employment discrimination and 
public education programs. These are difficult to tackle as a 
single group, but easier when many childhood cancer groups within 
a state work together, or when groups dealing with many types of 
childhood illnesses band together around a single issue. 

Ms. Crothers provided information (including a handout; 
refer to the Appendix, page 13) on three areas of legislation at 
the California and national levels which may impact families of 
children with cancer - one state-level proposal related to 
employees, one to proposed funding cutbacks in the state, and one 
related to Public Law 99-457 at the national level. 



Ms. Anderson presented further information on P.L. 99-457, 
which amends the original P.L. 99-142 requiring ~ndividualized 
 ducati ion Plans for special education students. While the 
original law was not written specifically for chronically ill 
children, they are now included within it, and there is an 
emphasis at the federal level on addressing the needs of children 
with a wide variety of chronic physical illnesses. 

CCCF also provides groups with current information on 
legislation specifically concerned with childhood cancer issues, 
through its newsletter and other published materials. The 
~etropolitan Washington Chapter of Candlelighters is the 
registered lobbyist for parents of children with cancer, and is 
able to help local groups pursuing State or municipal issues. 

POTENTIAL CONTINUING RELATIONSHIPS: Dr. Chesler and Ms. 
Anderson discussed with participants several ideas for continuing 
the relationships established through this workshop. 

a) The group can act as consultants or person-to-person 
resources for each other, through visits or telephone networks. 
Persons from other groups often can contribute a different 
perspective, viewing problematic issues in new ways. 

b) Periodic written communications can keep groups in touch 
with ideas and programs around the state, and/or between states. 
Groups can contribute to the national Candlelighters newsletter, 
or other groups' newsletters, to let others know what they are 
doing and what materials they may have to share. In addition, 
groups can exchange newsletters, allowing the "recycling" of good 
ideas among groups. 

c) Groups can involve themselves in legislative issues, by 
reacting to proposed legislation which may impact members. CCCF 
and ACS will be of help in connecting groups and assisting the 
process. 

d) Groups can seek out and exchange resource and program 
information, through settings such as this workshop. In 
addition, exemplary hospital or school programs can be shared 
with other hospitals/schools. Often, there is a greater 
inducement to change when institutions are presented with a model 
successfully used in other institutions. 

e) An opinion poll or survey of members of a number of 
groups can be organized (an example of a parent questionnaire was 
provided; refer to the Appendix, page 14). The results of such a 
survey can be powerful ammunition for change efforts; for 
example, participants gathered for this workshop represent groups 
in many areas across California. Combined information on needs, 
desires, problems and solutions can be of help in convincing 
hospitals and state and local governments to provide needed 
services and programs. 



f) Groups can participate in the outreach and networking 
programs of the CCCF. The Candlelighters Foundation publishes a 
parents newsletter (circulation over 22,000), a youth newsletter' 
(circulation over 8,000), various materials related to group 
programs, and information about new medical and legislative 
advances related to childhood cancer. It also "representsw 
parents' concerns to the ACS and to individual professionals and 
professional groups (APON, APOSW, etc.), and the general public, 
in meetings, committees, speeches, and articles. By so doing it 
helps multiply the resources available to children and families. 
Over 250 local self-help and mutual support groups currently are 
involved in the Candlelighters' network, and the strengthening of 
this organization is a vital source of future support for 
children with cancer and their families. Such strengthening will 
occur by national Candlelighters' efforts to reach out to local 
parents and groups, but it also can be furthered by the vigorous 
initiatives of local groups. 

4) POST-WORKSHOP EVALUATION - 
At the end of the workshop, participants were asked to 

provide written evaluative feedback about the event. A copy of 
the "post-workshop reaction form" is contained within the 
Appendix (pagef?: 18); it includes both open-ended questions and 
numerical rating scales. 15 participants returned completed 
forms. Summaries of their most frequent responses on these items 
are summarized in the sections below. 

OBJECTIVE RATING SCALE: Six specific features of the 
workshop were rated by participants on 7-point Likert scales, 
with 7 as the maximum positive rating. An overall rating was 
also obtained. These standard rating scales were taken from a 
workshop evaluation system by McCallon (1974, Learning Concepts, 
Inc., Austin, Texas). Average ratings are below: 
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These average ratings were compared to established norms 
derived from McCallon's sample of 40,000 participants attending a 
variety of types of educational and training workshops; this is 
done to help control for a general tendency of workshop 
participants to rate their training positively. Results on all 
scales except two (objectives and ideas/activities) fell well 
above the 50th percentile, that is, above the average ratings 
from all the workshops in McCallon's sample. Workshop 



participants, on the average, rated the benefit from attendance 
item higher than 92% of the 40,000 sample. In contrast, the 
normed percentile rank for the clarity of the workshop's 
objectives was 40%. Possibly, this figure was lower than the 
average of McCallon's sample partly because the participatory 
nature of the workshop; specific behavioral objectives for 
training were not entirely appropriate. Moreover, as a "pilot" 
effort, some objectives were clarified only during the workshop. 
The presentation of ideas/activities was rated.lowest, at the 
31st percentile rank. At first glance, this low rating appears 
to contradict the most frequent responses on the open-ended 
items, that the sharing of ideas was one of the major positive 
features of the workshop. However, the wording of this item 
implies presentation of ideas by the facilitators, while in this 
workshop many of the best ideas came from the participants 
themselves through the discussions. 

STRENGTHS: The greatest number of comments indicated the 
strongest feature of the workshop was the sharing of ideas 
between participants and exchanging information about different 
groups' activities (see above re: ideas/activities). A related 
issue, the opportunity to network with other groups, was viewed 
as a strength by several participants. 

Several positive comments targeted the emphasis on 
developing leadership-skills and the opportunities the workshop 
provided to gain practice in leading a discussion. Almost all 
felt the workshop covered the most important. issues about self- 
help groups for families of children with cancer. 

IDEAS GAINED: Participants were asked whether they could 
identify three good ideas gained during the training. 33 
good ideas were mentioned. The four most common categories of 
ideas produced dealt with: a) activities for the child and 
family; b) means of helping bereaved families; c )  how to begin a 
group; and d) ideas for leading and running groups. 

WEAKEST OR MISSED FEATURES: Fewer comments were received 
about weak features than about the strong features of the 
workshop. The most frequently cited criticisms included a need 
for more specific information in several areas (group dynamics, 
fundraising, legislative work, public speaking, running meetings, 
delegation of responsibilities, subcommittee work). Such topics 
should be expanded in future workshops. 

In addition, the process of breaking the group into 
subgroups for exercises and discussions was viewed as 
problematic: it was felt that all wanted to participate in all 
discussions, and since this was not possible, additional time 
needed to be spent to summarize the work of each subgroup within 
the larger group. However, time was viewed as a more important 
problem. Some presentations were thought to be too lengthy and 
complex, in particular the sections on legislative issues, 
developing group coalitions and training parent advocates. 
Dissatisfaction with these sections may also have occurred 
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because much of their content was generic, not specifically keyed 
to the concerns and agendas of childhood cancer groups. Future 
workshops should place the primary emphasis on cancer-related 
content and materials. 

5) COST: - 
The workshop was jointly sponsored by the Candlelighters 

Childhood Cancer ~oundation, the California Division of the 
American Cancer Society, and a San-Francisco-based support group 
for families, Parents Acting for Childhood Cancer Together. 
Their individual contributions toward the total cost of $7,500. 
were: 

CCCF $5000. 
ACS-Ca. 1500. 
PACCT 1000. 

These funds covered room and board costs for all 
participants, grants for extraordinary (air) travel costs, fees 
and expenses for facilitators, and workshop materials. 

6) FUTURE PLANS AND RECOMMENDATIONS - - 

The California workshop was a first-trial "test" of a group 
development and leadership enhancement effort for leaders of 
self-help groups for families of children with cancer. Based on 
the successful completion of this event, discussions of group 
needs held during the event and comments of participants on the 
post-workshop evaluation forms, the following actions are 
recommended. 

- Additional workshops should be held for other regions. 

- Increased liaison between CCCF, ACS and local childhood 
cancer groups should occur. ACS should publicize information 
about such joint efforts as this training workshop in its 
network, and CCCF should publicize within newsletters and 
throughout its networks. 

- Changes in the pre-workshop registration surveys are 
needed, in order to elicit more informa.tion on the specific 
activities pursued by each participating group ( e . g . ,  telephone 
trees, hotlines, transportation, relationships with other 
organizations such as school systems and the hospital, advocacy 
efforts) and on the problematic issues faced by each group. If 
such information was fed back to all participants before the 
workshop began, they could arrive better prepared to discuss 
common issues and differences. 

- ~dditional emphasis within these events should be placed 
on using a combination of practice exercises with targeted 
feedback on leader performance and specific information related 



to leadership skills and techniques which can be used to 
facilitate running group meetings. 

- Additional emphasis within these events should be placed 
on specific legislative agendas for families of children with 
cancer - for example, catastrophic health insurance coverage, 
coverage for chronic illness, employment legislation, 
discrimination in employment, admission to the military. Such 
issues can also be better covered through more discussions or 
presentations. 

- Groups expressed a desire to continue the networking begun 
in this workshop among Candlelighters groups and between ACS and 
groups. Continuance and extension of these relationships was 
planned through visits, calls, newsletters, etc. 

- Participants expressed the desire to learn more about 
specific programs, with the intent of incorporating these into 
their groups' activities. Certain of these programs are from 
local groups (eg, family camps), while others are CCCF (hospital 
visitation) or ACS programs (school re-entry) or programs from 
other sources. A listing of these programs and information 
sources is contained in the Appendix, page 18. 

- For those who participated in this workshop, an annual 
reunion, or some other way of reporting on progress toward 
building and improving their groups would provide a continuing 
relationship and reduce the isolation group leaders often 
experience. 
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Greater Bay Area 
Joy Barnes 
77 Yosemite Avenue 
Oakland, CA 94611 
Children's Hospital of No. CA 
Oncology Parent Support Group 

Sandy Schoonover 
1023 Whistler Drive 
Vacaville, CA 95688 
Parents For Heroes 

Sarah Devlin , 

1053 Howard Street 
San Francisco, CA 94103 
Parents ACCT 

Janet Askew 
429 Casanova 
Monterey, CA 93940 

Northern California 
Marie Jones 
415 First Street 
Healdsburg, CA 95448 

Central Valley 
Margo Tuxen 
2650 Westminster 
Stockton, CA 95204 
Sharing Our Strength (SOS) 

Rosemary Fraga 
8228 Cedar Crest Way 
Sacramento, CA 95826 
R.O.C.K. 

Sandy Fick 
16715 Monreal Road 
Madera, CA 93638 
Candlelighters 

Southern California 
Jeanne Frater 
4812 Kings Way 
San Diego, CA 92117 
Candlelighters 

Karen Glen 
459 Buena Vista #304 
Alameda, CA 94501 
Children's Hospital of No. CA 
Oncology Parent Support Group 

JO-9M Lewis 
154 Clayton Circle 
'Suisun City, CA 94585 
Parents For Heroes 

Felicia Lowe Schwartz 
565 Alvarado Street 
San Francisco, CA 94114 
Parents ACCT 

Carla Toler 
652 Briston 
Stockton, CA 95204 
Sharing Our Strength (SOS) 

Patricia Eastin 
1913 E. Croff Ave. 
Tulare, CA 93274 

Lori Hetherington 
2444 W. Alamos #lo5 
Fresno, CA 93705 
Candlelighters 

Ron Van Winkle 
5173 Lupine St. 
Yorba Linda, CA 92686 
Orange County Foundation for 
Oncology Children and Families 



Betty Grames 
1472 Piedmont 
Redlands, CA 92373 
Candlelighters 

Out of state 
Penny Kreinberg 
3145 NE 20th Street 
Portland, OR 97212 
Candlelighters 

Lee Ann Glass 

Reno, NV 

Faculty 
Mark Chesler, Ph.D. 
University of Michigan 
President, National Candlelighter 
Childhood Cancer Foundation 

Betsy Anderson 
Federation for Children With 
Special Needs 

Toby Ayers 
University of Michigan 

F e d e r a t i o n  f o r  C h i l d r e n  With S p e c i a l  Xeeds 
Western O f f i c e  
P.O. Box 992 
W e s t f i e l d ,  P iassachuse t t s  010136 
(413) 562-5521 

Bernard Kersey 
5958 Wadsworth . 
Highland, CA 92346 
Candlelighters 

Marilyn Grover 

Portland, OR 
Candlelighters 

American Cancer Society reps. 
Helen Crothers, MSW 
Associate Director, Service and 
Rehabilitation 
California Division 

Sara Perkins, MPH 
Project Coordinator, Service and 
Rehabilitation 
California Division 
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P4RENTS GROUP DEVELQPr.!E':' 'J'QYSYnD - P R E L I Y I N P Q Y  GRflI lD S l IQVEY 

1. Name and Address of Grouo (if you cur ren t ly  have no group, please respond 
t o  the l a s t  question below): 

2. Grouo Contact, Telephone qumber: 

3. How of ten does your qroup meet: Weekly \ 81-weekly \ Month1 y 8 
I ~~ - 

Other 
- 

4. How many p e o ~ l e  requ la r l y  attend? How many do you have on your 
mai l inq l i s t ?  I.?FzF = 5-d16 

= 20-rn pOapL 

5. Do you have a newsletter or  reoular mai l inq? Yes - ./ No- ( I f  .yes, 
  lease b r i n g  ?5 copies t o  share a t  the worksho~) 

6. qank your ma.ior qroun a c t i v i t i e s  i n  order of p r i o r i t y  (rank 1 as most 
important, 6 as least  important): 

F\e5r  orov ide mot tonal support - do fund ra i s ing  
5&x - ~ r o v  ide informat ion make changes i n  health care system - conduct social  a c t i v i t i e s  w- v i s i t  ~ a r e n t s  and chi ldren 

7. Does your qroup get help from local  medical personnel or from the 
hospital? Yes I1 No Are there any s t a f f  members ac t ive  i n  the 
qrouo? yes& No 
If yes, b r i e f l y  describe what they do: %, wah M, 6 d - h  

V I .  

8.  owd do vou learn of ~ a r e n t s  of newly diaqnosed chi ldren? 

A / 

9 .  noes vour g r o w  qet any assistance fran the 4CS? Yes - '"0- 3 
If yes, what 

If no, why not: 

10. What i s  the blqgest orobleni-facing your group: 
L e d  
fd 
F* -* 

11. If you are th ink ing  o f  se t t i ng  up a new group, b r i e f l v  describe the k ind  . 

of gram you'd l i k e  t o  see: 

Siqned by 
_I. 

P r i n t  namd-here: 

Return alonq w i th  r e q i s t r a t  i on  form i n  ,ehclosed envelooe t o  the Cal i f o r n i a  
Divsion o f  the Rmerican Cancer Society no l a t e r  than April 25, 1987. 



PRE-WORKSHOP ISFORhIXTlO?: ON GROUPS 

1. We'd like to get some idea of the specific things people do (did) 
at poup meetings. For each potential activity, please p!ace a check 
in the appropriate column that best describes how often people in your 
group do (did) these things. (*If you do not have an active group, 
please answer according to what you think ptople might do at these 
meetings..) Some- 

A lot times 
a. Talk about the stresses on the family 10 3 
b. Talk about very personal feelings 6 7 
c. Discuss recent advances in treaunent 3 6 
d. Learn how to deal with emotional issues 6 3 
e. Give feedback to Doctors or Nurses 
f. Plan to change things in the hospital (clinic) 

5 
g. Raise money f ~ r  the hospital 

3 

h. Plan to get together socially 
i. Visit other parents a t  home 

3 12 
1 

j. Contribute funds for needy families 
7 

k. Plan group activities 
6 6 

9 6 
1. Discuss how to recruit new members 
m. Pressing for change in social policies 

5 7 

A 
Little Never 

that  afTect us 2 7 3 4 

2. How much do your memb~rs personally benefit from tht group in the 
follo\ving areas? Please check the appropriate colmn. ('If you do 
not have an active group. please answer according to how !.ou think 
~ o p l e  might benefit from these groups..) 

hluch 
benefit 

a. Getting information about cancer 8 
b. Understanding the treatments 9 
c. Learning who's who on the staff 5 
d. Learning my "rights" as a parent 9 
e. Coping with my child's problems 11 
f. Dealing with my child's school 7 
g. Coping with problems in my family 7 

Some 
benefit 

4 
4 
7 
5 
c 

Little 
benefit 
4 
3 
2 
1 

KO 
benefit 

Coping with the death of my child 
Developing self-confidence 
Being helpful to other parents 
Getting help from other parents 
Meeting others with similar problems 
Coping with public attitudes toward 
my child's condition/illness 

Feeling part of a larger group 
Getting help from the medical staff 
Being an active part  of the 
medical care system 

Changing things in the hospital 
Being supported. approved of 
Learning to cope differently 
Feeling freer to express my feelings 
Learning how to be a leader 
Feeling spritual uplifting 
Tnlkinp about rn!. child 
Espl-essin= and Icnrn~ng compsslon 
Otller IPicasr spoc i f~*~-~  



Materials available from the CANDLELIGHTERS CHILDHOOD CANCER 
FOUNDATION, 1901 Pennsylvania Ave., N.W. (Suite 1001), 
Washington, D.C. 20026, Tel: (202) 659-51 36. 

CANDLELIGHTERS CHILDHOOD CANCER FOUNDATION QUARTERLY NEWSLETTER 
Articles on living with and treating pediatric/adolescent 

cancer, for and by parents of children with cancer, physicians, 
nurses, social workers, child life workers, other medical and 
psychosocial professionals. 

CANDLELIGHTERS CHILDHOOD CANCER FOUNDATION YOUTH NEWSLETTER 
Quarterly newsletter for young people with cancer, and 

siblings living with cancer. Written and illustrated by youthful 
cancer patients, siblings, medical and psychosocial 
professionals. 

CANDLELIGHTERS CHILDHOOD CANCER FOUNDATION PROGRESS REPORTS: BONE 
MARROW TRANSPLANTATION IN CHILDHOOD CANCER (Special ~ssue), 1985, 
( 5 ) .  

Ten articles by physicians, nurses, social workers, parents 
on the state of the art, decision-making process, patient/family 
psychological response, family issues., funding, alternatives to 
total irradiation, isolation versus non-isolation and informed 
consent. 

THE CANCLELIGHTERS CHILDHOOD CANCER FOUNDATION BIBILIOGRAPHY AND 
RESOURCE GUIDE. (1987). 

Annotated bibliography of written and audio-visual 
materials, and other resources, relevant to many aspects of 
childhood cancer. 

ORGAN1 Z I NG AND MA1 NTAI NI NG SUPPORT GROUPS FOR PARENTS OF CHI LDREN 
WITH CHRONIC ILLNESSES AND HANDICAPPING CONDITIONS. Washington-, 
D.C., Association for the Care of Children's Health, 1986. 

Aid for parents forming new groups, maintaining ongoing 
groups, struggling to revive fading groups; patient/parent/family 
needs; group roles, philosophy, operation, activities, formation, 
organization and structure; relationships to professionals, 
larger organizations and parent coalitions. 

MAKING CONTACT: A PARENT-TO-PARENT VISITATION MANUAL. 
Washington; D.C., Candlelighters Childhood Cancer Foundation, 
1987. (Developed in cooperation with the Association of 
Pediatric Oncology Social Workers). 

The why and how of parent-to-parent visitation, designing a 
volunteer program, training guide for visitors. 

"Family support groups". Presentation by Grace Powers Monaco to 
the American Cancer Society Second National Conference on Human 
Values and Cancer, 1978. 

parentsf/families needs for information, guidance, 
understanding; ways in which Candlelighters meets these needs 
with parent/youth support groups, parent representatives, 
newsletters, conferences, McDonald houses. 



c -- _ I A ,_ A - 
- _ _ _ -- -- * 

STRESS AND SOCIAL SUPPORT AMONG PARENTS OF CHILDREN YITH CANCEB - 

I n t e l l e c t u a l  
C 

I Con f ue ion Medical s t a f f  Lectures by e t a f f  
I Ignorance of medical terms Socia l  work s t a f f  Handbooks 

Library of a r t i c l e e  and Ignorance of where thinge a r e  i n  S c i e n t i s t s  
videotape8 t h e  hoep i t a l  . .  

Nevslet tere  Ignorarrcs about who t h e  s t a f f  is 
Uncla r i ty  about how t o  explain  the  Information ehar ing among 

i l l n e s e  t o  o the r s  paren ts  

, Inst rumental  . . 

Disorder and chaos at home Soc ia l  work s t a f f .  Funds f o r  wigs, proethesee,  perking 
F inanc i a l  preeeuree Family members Transportation and paren t  lodging 

! 
I Lack 'of  time and t ranepor ta t ton  t o  Friends Ef f o r t e  t o  improve. l o c a l  medical can 
i .  
I . h o s p i t a l  Neighbors and cotworkere Fund-raising f o r  research  o r  

Monitoring treatment0 ' Ine t  i t u t  i ona l  represen ta t ivee  added eervicee and s t a f f  

1 
In te rpereone l  

Needs of o the r  family members 
R i e n d s  neede and r eac t i ons  
Relat ione wi th  t h e  medical s t a f f  ' ~ e h a i i n ~  i n  publ ic  a s  t he  parent 

I of  an  ill child...and stigma 

h o t  i o n a l  
. Shock , 

Lack of s l e e p  end n a t r i t  ion 
Fee l ings  of f e a r ,  defea t .  anger,  

Badnee@, powerlefS8neslg ' 

~ h ~ e i c a . 1  o r  peychoeo.stis r eac t i ons  

Family members 
Close f r iende 
Medical and s o c i a l  work e t a f f  
Other parents  of ill chl ld ren  

Cloee f r i e d d s  
Spouse 
Soc i a l  work s ta f f /psycha log is t  

~ e f  erence group i d e n t i f i c a t i o n  
Meeting new people , l i k e  oneself  
Having eomeone t o  t a l k  wi th  

prof eee lona l  couneel l ing 
Peer counsel l ing , - 

Sharing in t imate  fee l ing6  

E x i s t e n t i a l  
Confusion about why t h i e  "happened t o  me" Clergypeople and f e l l o w  congregants Talking about- r e l i g i o u s  b e l i e f s  
Uncer ta inty  about t h e  fu tu re   philosopher^ Sharing t h e  e t ruggle  
Changee i n  fu tu re  goale,  ca reera  ,- - Creation of a community 
Uncertainty about God, f a t e  and a 

''j~8t .UOlld" 
("Y 

$ a*, 
&.~rorn M. Cheder & 0. ~a.r,b'g$iiil!n, CHILDHOOD C-mCER AND THE FAMILY, - New York, ~runner/~azel, 1987. 



SITUATIONS FOR DISCUSSION 

1. Election of new officers will be coming up within the next 
couple of months. The parent who started the group is moving out 
of state. Even through there are a number of people with 
potential for leadership no one seems eager to come forth. 
Discuss issues and possible strategies. 

2. Sue is a very energetic and capable member. Since her 
daughter's death she has devoted all her time to the group. She 
volunteers for everything and others just seem to sit back and 
let her. As a group leader what concerns might you have and what 
might you think of doing. 

3. Jim is a sincere but outspoken parent who has ideas and 
opinions about everything. Often this works well for the group 
but there have teen occasions when some in the group have had 
different opinions or have felt shortchanged in the decision- 
making process: You definitely don't want to lose Jim's 
contributions. What issues are there and how might this be 
tactfully addressed. 

4. You have had a nice small group of families for a few years 
but are aware that few, if any, families other than white middle 
class are members. Should this be an issue and if so, how might 
it be addressed. 

. 5. Families have been getting together for a couple of months. 
A number of activities have been proposed and it's been very 
pleasant but things don't seem to be moving. What suggestions 
might offer direction. 

6. Some parents attended the meeting last night for the first 
time. They weren't very articulate and seemed to have different 
backgrounds and interests from other members. Can or should 
groups be all things to all people. 

7. Momentum is building in your group but things are definitely 
still in the formative stages. A coalition of disability groups 
 ants you to become members and is anxious to have your vote for 
increased community services. Some are anxious to join but 
others are unsure about the implications. What is the best. 
course. 



someone who hasn ' t  s a id  anything, but i f  they seem very much 
on the spot,  l e t  them o f f  by moving on t o  someone e lse .  
Another idea can be t o  go around t h e  group so  t h a t  each 
person jus t  n a t u r a l l y  g e t s  a  turn.  

The s i t u a t i o n s  a r e  very l i k e l y  t o  remind people of th ings  
they a r e  involved i n  o r  experiences they have had. Personal 
experiences a r e  e x c e l l e n t  f o r  people t o  draw on, and i t  i s  
f i n e  t o  l e t  t h e  group go on a  b i t ,  because po in t s  made can be 
d i r e c t l y  re levant  t o  someone's s i tua t ion .  A s  the  l eader ,  t r y  
t o  gauge how much time t o  spend and when t o  p u l l  the  group 
back t o  task i f  too  much time seems t o  be being d i rec ted  t o  
an  i s s u e  of l imi ted  i n t e r e s t  o r  t o  jus t  one individual .  

8 .  Encourage p a r t i c i p a t i o n  by re inforc ing people 's  responses. 
This  d e f i n i t e l y  does not mean you must personally agree with 
them but  r a t h e r  t h a t  you f e e l  they a r e  adding t o  your own and 
t h e  group's understanding of the  r a n g e o f  opinions and ideas  
people have. 

9 .  Some suggestions f o r  awkward moments: 

I f  the re  is  s i l e n c e ,  when you f i r s t  t r y  t o  e l i c i t  a  response 
from t h e  group, don ' t  be a f r a i d  t o  j u s t  wait a  few moments. 
Even though i t  can be s l i g h t l y  uncomfortable, o f t en  t h a t ' s  
what l eads  someone t o  jump in.  You might try rephrasing o r  
expanding upon the  quest ion.  

When someone has s t a t e d  an extreme approach which o the r s  seem 
t o  d isagree  with but no one says anything: i t  may be t h a t  
they don't want t o  g e t  i n t o  a  disagreement. You might ask  
whether anyone e l s e  has another  idea o r  ask how o the r s  think 
this approach might be received--this  way they a r e  'responding 
t o  you. 

Hhen someone goes on f o r  too lonq: a t  a s  graceful  a  moment 
a s  possible say, "Now l e t ' s  hear  from some others ,"  o r  
something of t h a t  nature.  It may be necessary t o  c rea te  a  
physical  d ivers ion  by standing up and cu t t ing  i n  p o l i t e l y .  

Hhen someone has a  burninq i s s u e  tha t  needs a t t en t ion :  you 
can acknowledge the  ser iousness  of t h e i r  problem and 
a .  perhaps o f f e r  t o  speak with them a t  the  end of the  
session;  b. o f f e r  t o  c a l l  them a t  another time; c. ask i f  
anyone i n  the group would be wi l l ing  t o  a s s i s t  ( l a t e r )  o r  
suggest resources t h a t  might be of help. d .  Another 
p o s s i b i l i t y ,  i f  you f e e l  the  matter  needs immediate 
a t t e n t i o n ,  i s  t o  ask the  group's  permission t o  focus on i t  
ins tead  of the  planned discuss ion.  

Wen, i n  a  group, only one person i s  a  parent o r  a  s o c i a l  
worker o r  a  doctor ,  etc . ,  and f e e l s  obliged t o  be an 
apologis t  f o r  t h e  category they presume they a r e  viewed a s  
representing: be upfront  t h a t  so-and-so i s  i n  a  tough 



Federation For Children With Special Needs 
312 Stuart Street 2nd floor Boston, Massachusetts On16 

(617) 482-2915 

Collaboration Among Parents and (Health) Professionals - CAPP 

Notes f o r  Small Group Leaders 

P l ea se  read  over  t h e  S i t u a t i o n s  f o r  Discuss ion  beforehand s o  you have some 
f a m i l i a r i t y  w i th  them. Even though we would r e a l l y - l i k e  t o  have most of t h e  
d i s cus s ion  come from t h e  group, sometimes i t ' s  necessary t o  g e t  them s t a r t e d .  

1. Ask i n d i v i d u a l s  t o  say  who they a r e  and, depending on time 
( o r  whether t h i s  has  a l r e a d y  been d o n e ) ,  something about 
t h e i r  c h i l d  o r  t h e i r  job o r  t h e  t o p i c  under d i s cus s ion .  Th i s  
should be very  b r i e f  and you might model t h i s  by beginning 
y o u r s e l f .  

2. E i t h e r  dec ide  what s i t u a t i o n  t o  begin with o r  g ive  t h e  group 
a minute t o  skim over  t h e  shee t  and say  which o n e ( s )  they 'd  
p r e f e r .  The advantage t o  t h e  second i s  obviously t h a t  people  
a r e  l i k e l y  t o  choose ones t h a t  they  have p a r t i c u l a r  i n t e r e s t  
i n  o r  exper ience  with.  

3. In t roduce  t h e  s i t u a t i o n s  with something l i k e :  
"We're going t o  s e l e c t  one o r  two s i t u a t i o n s ,  more i f  we have 
time, and try t o  understand t h e  d i f f e r e n t  i s s u e s  and 
p e r s p e c t i v e s  r ep re sen t ed  and s e e  i f  we can come up with some 
c o n s t r u c t i v e  approaches." . . . o r  something along those  
l i n e s .  

4. Keep i n  mind t h e  fo l lowing  purposes: 

- To h e l p  p a r t i c i p a n t s  i d e n t i f y  t h e i r  o m  pe r spec t ives  
- To recognize  t h a t  o t h e r s  may respond d i f f e r e n t l y  
- To p r a c t i c e  a r t i c u l a t i n g  t h e i r  own responses  o r  approaches 
- To g e t  immediate feedback on how o t h e r s  perce ive  t hose  
- To l i s t e n  c a r e f u l l y  t o  what i s  being s a i d  and how i t ' s  

being expressed 
- To g i v e  c o n s t r u c t i v e  feedback t o  o t h e r s  
- To va lue  u s ing  o r  s e rv ing  a s  a soundboard 

5. TRY TO HAVE MOST OF THE ISSUES AND THE APPROACHES COME FROM 
THE GROUP. This t e i n f o r c e s  t h e  p a r t  t h a t  they have t o  p l ay  
and can encourage them t o  s e e  each o t h e r  a s  resources .  You 
may well want t o  make some comments but wait  u n t i l  they have 
had a chance t o  t r y  o u t  some i d e a s  ( a f t e r  a l l ,  you've had a 
h e a d s t a r t ) .  Otherwise,  you w i l l  become " t h e  exper t"  and they  
may h e s i t a t e  t o  say anything,  f e e l i n g  you have a l l  t h e  
answers.  

6. Try t o  g i v e  everyone an  oppor tun i ty  t o  p a r t i c i p a t e .  Some 
people  will always have something t o  say ,  o thers .need  t o  be 
drawn ou t .  You might cons ider  d i r e c t i n g  a ques t i on  t o  



someone who hasn ' t  s a i d  any th ing ,  b u t  i f  they  seem very much 
on  t h e  spot ,  l e t  them o f f  by moving o n  t o  someone e l se .  
Another idea can be t o  go around t h e  group s o  t h a t  each 

. person ju s t  n a t u r a l l y  g e t s  a t u rn .  

7. The s i t u a t i o n s  a r e  very l i k e l y  t o  remind people of t h ings  
they  a r e  involved i n  o r  expe r i ences  they  have had. Personal  
experiences a r e  e x c e l l e n t  f o r  peop le  t o  draw on, and i t  i s  
f i n e  t o  l e t  t h e  group go on a b i t ,  because p o i n t s  made can be 
d i r e c t l y  r e l evan t  t o  someone's s i t u a t i o n .  A s  t he  l e a d e r ,  . t r y  

. t o  gauge how much time t o  spend and when t o  p u l l  t he  group 
back t o  t a sk  i f  t oo  much time seems t o  be being d i r e c t e d  t o  ' 

a n  i s s u e  of l i m i t e d  i n t e r e s t  o r  t o  j u s t  one ind iv idua l .  

8. Encourage p a r t i c i p a t i o n  by r e i n f o r c i n g  peop le ' s  responses.  
This  d e f i n i t e l y  does  not  mean you must personal ly  agree  with 
them but  r a t h e r  t h a t  you f e e l  t hey  a r e  adding t o  your own and 
t h e  group's understanding of  t h e  range  of op in ions  and i d e a s  
people have. 

9. Some suggest ions f o r  awkward moments: 

I f  t he re  is s i l e n c e ,  when you f i r s t  try t o  e l i c i t  a response 
from t h e  group, d o n ' t  be a f r a i d  t o  j u s t  wai t  a few moments. 
Even though i t  can be s l i g h t l y  uncomfor tab le , .o f ten  t h a t ' s  
what l eads  someone t o  jump i n .  You might try rephrasing o r  
expanding upon t h e  ques t ion .  

Hhen someone has  s t a t e d  a n  extreme a v ~ r o a c h  which o t h e r s  seem 
t o  d isagree  wi th  but no one s a y s  anything: i t  may be t h a t  
t hey  don't  want t o  g e t  i n t o  a disagreement .  You might a sk  
'whether anyone e l s e  has  a n o t h e r  i d e a  o r  ask  how o t h e r s  t h ink  
t h i s  approach might be r ece ived - - th i s  way they  a r e  responding 
t o  you. 

When someone goes on f o r  t o o  lona :  a t  a s  g r a c e f u l  a moment 
a s  poss ib le  say,  "NOH l e t ' s  h e a r  from some o t h e r s , "  o r  
something of t h a t  na tu re .  It may be necessary  t o  c r e a t e  a 
phys i ca l  d ive r s ion  by s t and ing  up and cut . t ing i n  p o l i t e l y .  

When someone has  a burninq i s s u e  t h a t  needs a t t e n t i o n :  you 
can acknowledge t h e  s e r i o u s n e s s  of t h e i r  problem and 
a .  perhaps o f f e r  t o  speak wi th  them a t  t he  end of the  
sess ion;  b. o f f e r  t o  c a l l  them a t  another  time; c. ask  i f  
anyone i n  t he  group would be w i l l i n g  t o  a s s i s t  ( l a t e r )  o r  
suggest  resources  t h a t  might be of help.  d .  Another 
p o s s i b i l i t y ,  i f  you f e e l  t h e  m a t t e r  needs immediate 
a t t e n t i o n ,  i s  t o  ask t h e  g roup ' s  permission t o  focus on i t  
in s t ead  of t he  planned d i s c u s s i o n .  

k e n ,  i n  a group, on ly  one person  i s  a parent  o r  a s o c i a l  
worker o r  a doc to r ,  e t c . ,  and f e e l s  obl iged t o  be an 
apo log i s t  f o r  t h e  ca tegory  they  presume they  a r e  viewed a s  
represent ing:  be up f ron t  t h a t  so-and-so is  i n  a tough 



p o s i t i o n  and doesn' t  need t o  speak f o r  a l l .  

10. Give some balance t o  th ings  and t r y  t o  bring out  some 
d i f f e r e n t  viewpoints i f  they don ' t  seem t o  come n a t u r a l l y  
from t h e  group. It i s  not  necessary f o r  the  whole group t o  
come to agreement. 

11. Ensure t h a t  no category o r  group i s  being stereotyped. I f  
negat ive  experiences come o u t ,  a s  they may, acknowledge t h e  
f r u s t r a t i o n  o r  anger, but ensure that the  responses recognize 
t h a t  not  parents  o r  not doctors .  e t c . ,  a c t  i n  the  
same way. 

12. F i n a l l y ,  make sure  t h a t  your comments and approaches have a 
p lace  f o r  everyone--parents, profess ionals .  o the r s  who may be 
present .  Consider t h i s  a s  a .  way t o  model t he  idea t h a t  we're 
a l l  i n  t h i s  together  and t h a t  i t  i s  our a b i l i t y  t o  i d e n t i f y ,  
use ,  and expand upon a l l  t he  ideas  and resources we can. a s  
c r e a t i v e l y  a s  possible,  t h a t  makes o u r  r e l a t ionsh ips  and 
circumstances s a t i s f y i n g  and the  whole g rea te r  than the  sum 

. . of i t s  pa r t s .  

Betsy Anderson 
1986 



Problem-solving sceneries focussing on staff  relations: 

Individual 

You a r e  s i t t ing  across the hospital room from your 5 year old child. I t  is 
necessary for  a new N line t o  be begun. The young intern is obviously having 
difficulty finding the vein; he has missed the "stick" three tlmes and is beginning 
to  perspire nervously. 

You and your 9 year old cNld have been s i t t ing  in  the  clinic waitjng room for 2 
hours. I t  is now your turn t o  see the doctor and staff .  After a brief examination 
the physician indicates tha t  she w a n t s  t o  do a bone marrow aspiration, and asks 
your child to  walk t o  the laboratory. Your child begins t o  cry, and the doctor 
says, "C'mon, it won't be bad ...y ou've had thls before." 

Your teen-age daughter has just been diagnosed w i t h  Osteogc:nic Sarcoma. The 
PhysicJan t e l l s  you that  they know how t o  cure this illness, and tha t  an amputation 
.and following chemotherapy is the standard treatment. He asks for  your permission 
t o  place your daughter on a research protocol. You ask whether there I s  
information about the illness, the treatment, the research, etc. The physician 
te l l s  you that  there is not much available in lay language and tha t  it is a l l  
pretty technical but he . w i l l  answer any of your questions. 

Group 

Your support group meets outside the hospital, and has been having difficulty 
discovering who are newly diagnosed patients, and what their  family names and 
addresses are. 

A social worker and a nurse meet regularly w i t h  ybur support group. Recently, 
several group members have expressed a desire t o  discuss some problems they have 
been having w i t h  the radiotherapy section of the hospital. The nurse and social 
worker seem uncomfortable with this topic, and steered the conversation away from 
I t  las t  week. When it came up again they suggested that  the radiotherapy section 
was probably doing the best they could, since they were having staff  problems, and 
that it would be fruitless t o  discuss this topic when there were other issues 
obviously on the minds of many parents. 

One of the nurses who is a regular member of the  parent support group has missed 
the  l a s t  two meetings. Moreover, she seems t o  be quite "down"; sad a lo t  and not 
willing t o  take time t o  talk with parents or  chlldren on the wards. She does her 
job, but that's about it. You really miss the personal warmth, outpouring o r  
caring, and extra time and energy U s  nurse used t o  have available. 

Institution 

Your support group feels  tha t  it 1s having difficulty getting the  staff  t o  change 
procedures fo r  the treatment of children with cancer in the general-purpose 
emergency room of the hospital. You have spoken several tlmes with the Oncology 
nurse who often comes to  group meetings, but so f a r  nothlng has happened. 



Parents  i n  your group would l i k e  t h e  opportunity t o  make a presenta t ion t o  t h e  
ped ia t r i c  r e s iden t s  and ir l terns who a r e  p a r t  of the  hospital .  These s tudents  want 

, - t o  hea r  from parents  what it is l i k e  i n  a family with a chi ld  with cancer .  Three 
parents, including yoursel f ,  a r e  asked t o  make about a half-hour presenta t ion,  and 
then  t o  be  avai lable  for  questions.  What would you plan t o  cover i n  Ws 
presenta t ion,  and how? 

The Hospital Director has  anr~ounced that. t h e  Pedia t r ic  Oncology c l i n l c  is being 
s h u t  down a t  t h e  local hospi ta l .  In the  fu tu re ,  the  ch i l r en  of the  pa ren t s  in  your 
group w i l l  be served i n  t h e  hosp i t a l  i n  the  n e x t  c i ty ,  35 miles away. 

Your suppor t  group f e e l s  that: a pa ren t  wl~o can r e p r e s e ~ t t  your d e s i r e s  a ~ l d  
concerns ought t o  be a r e g u l a r  p a r t  of t h e  s t a f f .  Therl t h a t  persorl can liaisorl 
both ways - with t h e  s t a f f  and with t h e  parents .  You have heard of similar  "Paretit 
Advocacy" o r  "Parent Represe~ l t a t ive"  programs a t  o t h e r  hospitills and warit t o  
adopt it a t  your ins t i tu t ion .  



Parents  i n  your group would l i k e  t h e  oppor tuni ty  t o  make a p resen ta t ion  t o  tlie 
ped ia t r i c  res idents  and iriterns wlio a r e  p a r t  of  the hospi ta l .  These studellts warit 
t o  hea r  from parerits what it is l i k e  i n  a family with a chi ld  with cancer.  Three 
parents ,  including yourself ,  a r e  asked t o  make abou t  a half-hour presentation,  and 
then  t o  be  avai lable  f o r  questions.  What would you plan t o  cover i n  Ws 
presenta t ion,  and how? 

The Hospital Director has  anriounced that. the Pediatric Oncology c l i n i c  is beirig 
s h u t  dow11 at  the loca l  hospi ta l .  In the f u t u r e ,  t h e  c h i l r e n  of t h e  pa ren t s  in your 
group will be served i n  t h e  hosp i t a l  i n  t h e  n e x t  c i t y ,  35 miles away. 

Your support  group f e e l s  ttrat a par-erit who can  reyr -ese~ l t  your d e s i r e s  orrtl 
concerns ought t o  be a r egu la r  p a r t  of t h e  s t a f f .  Then t h a t  persorr can l i a i so r~  
both ways - wlth the s t a f f  and with tlie pa ren t s .  You have heard of similar  "Parent 
Advocacy" o r  "Parent Represer~ta t ive"  programs a t  o t h e r  hosyit;ils and want to  
adopt it a t  your ins t i tu t ion.  



LEGISLATIVE ISSUES 
I 

1. Seeking New State L e g i s l a t i o n  

Seek a b i l l  t o  e n t i t l e  employees to fami l y  leave i n  cases i n v o l v i n g  the b i r t h ,  
adoption, o r  ser ious hea l th  cond i t i on  o f  an underage dependent, w i t h  adequate 
p ro tec t i on  o f  the employee's employment and b e n e f i t  r i g h t s ,  and t o  e s t a b l i s h  a 
commission t o  study ways o f  p rov id ing  sa lary  replacement f o r  employees who 
take any such leave. 

2. Appeal i ng Proposed State Educational Cutbacks 

Governor Deukmejian has proposed major cutbacks i n  the  p u b l i c  education budget 
fo r  the next  f i s c a l  year. Espec ia l l y  hardhi t w i l l  be specia l  education 
serv ices f o r  c h i l d r e n  w i t h  d i s a b i l i t i e s  and g i f t e d  ch i l d ren .  P r i o r  t o  June, 
there i s  s t i l l  t ime to appeal f o r  a resc ins ion  i n  these proposed cutbacks, 
which could adversely a f f e c t  specia l  education serv ices a v a i l a b l e  under Publ i c  
Law 94-1 42 to ch i1  dren w i  t h  cancer. 

3. Provid ing I n p u t  t o  Dra f ted  Regulations f o r  New Law 

Publ i c  Law 99-457 now mandates new amendments t o  the Education o f  the 
Handicapped Act f o r  specia l  educaiton services to c h i l d r e n  age f i v e  and 
younger. The oppor tun i ty  e x i s t s  to prpovide c r i t i c a l  i n p u t  to the d r a f t i n g  o f  
regu la t i ons  so as to insure  our ch i l d ren ' s  spec i f i c  needs w i l l  be met (see 
attachments) . 



DRAFT 

~ h t i o n  For Children With Special , T N w s  
312 Stuart Street 2nd Floor Boston, Massachusetts 02116 

(617) 482-s l5 '  

These questions ask parents to consider and.comment on 
their needs and participation in the health care system. 
This questionnaire willprobably be most effective if parents 
and health .care providers work together to make any desired 
changes in questions or format'and to prepare for follow up 
once responses are received. Background questions are-also 
needed. 

A. ' ~nformation . .  

1. I have access to all the information I need about 
my child's care, treatment and condition(s). 

Yes , no 
T 

2. Both long-term and short-term aspects of my 
child's care and treatment are discussed. 

d 

Yes no 

3. I read my child's med'ical records: - 4 

a. never 3 

b. occasionally 

c. regularly 

4. The ways I like -to get information are: 
(check all that apply) 

- directly from our doctor 

directly from others on the health care team 

in writing 

at a medical library 

other (describe) 

5. My child's teachers have enough information to 
understand my child's health care needs at school. 

Yes no 



page two 

1. I am automat ica l ly  included as 
p a r t  of t h e  h e a l t h  care team. 

1  2 3 4 5 
almost 
never 

always 

2. When w e  go t o  c l i n i c ,  I know why 
we ' re  t h e r e  and what t o  expect.  

1  2 3 4 5 
almost always 
never  

3. I f e e l  I can communicate my needs and t h o s e  
of my c h i l d  (whkn appropr ia te)  t o  t h e  s t a f f .  

1 2 3 4 5 
almost  always 
never  

4 .  My c h i l d  i s  included i n  conversa t ion  and encouraged t o  ask 
ques t ions  and comment on h i s h e r  c a r e  and t reatment .  

1 2 3 4 5 
almost always 
never  

5. There i s  time during appointments t o  cover  
a l l  t h e  t h i n g s  I f e e l  are important.  

* 1 2 3 4 5 
almost  always 
never  

6. I can always reach someone (by te l . )  t o  ask 
ques t ions  o r  f u r t h e r  discuss care. 

1 2 3 4 5 
- almost  alway: 

never  

7. The h e a l t h  p ro fess iona l s  cmmunicate  w e l l  : :together 
about  my c h i l d ' s  needs and t rea tments .  

1 2  3 
almost  
never  

4 5 
always 

8. When my c h i l d  i s  hospi ta1 ized; there  is .adequate co~olsunication 
between those  who provide ou t -pa t i en t  care and t h o s e  providixig 
i n - p a t i e n t  care. 

1 2  3 4 5 
almost  . always 
never  . 
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B. ' Communication (continued) 

9. The health professionals communicate well with teachers 
and others in my child's school system. 

1 2 3 4 5 
almost always 
never 

1. I am presented with options for care 
and treatment. 

1 2 d 3 4 5 
almost always 
never 

2. I am given information about the risks and 
benefits of the (above) options. 

1 2 3 4 5 
almost always 
never 

3. I usually have enough information to make the 
decisions necessary for my child's care. 

1 2 3 4 5 
almost always 
never 

4. I feel decisions are made for me. 

1 2 3 4 5 
almost always 
never 

5 .  There is a plan for involving my 
child in decision-making. 

1 2 3 4 5 
almost 
never 

always 

6. The other parts of my child's life are considered in planning 
care and treatment. 

1 2 3 4 5 
almost always 
never 

7. The rest of our family members' needs are taken into account 
when planning care and treatment. 

1 2 3 4 5 
almost always 
never 
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B. Communication ( c o n t i n u e d )  

9 .  The h e a l t h  p r o f e s s i o n a l s  communica t e  w e l l  w i t h  t k a c h e r s  
a n d  o t h e r s  i n  my c h i l d ' s  s c h o o l  s y s t e m .  

1 2 3 .  4 5 
a l m o s t  a l w a y s  
n e v e r  

1. ' I  am p r e s e n t e d  w i t h  o p t i o n s  f o r  care 
a n d  t r e a t m e n t .  

1 2 0 3 
a l m o s t  
n e v e r  

2 .  I am g i v e n  i n f o r m a t i o n  a b o u t  t h e  r i s k s  a n d  
b e n e f i t s  o f  t h e  ( a b o v e )  o p t i o n s .  

1 2 3 
a l m o s t  
n e v e r  

3 .  I u s u a l l y  have  enough  i n f o r m a t i o n  t o  make t h e  
. d e c i s i o n s  n e c e s s a r y  f o r  my c h i l d ' s  c a r e .  

1 2 3 
. a l m o s t  
n e v e r  

4 . 5 
a l w a y s  

4 5 
a l w a y s  

. . 
4 5 

a lways  

4 .  I f e e l  d e c i s i o n s  a re  made f o r  m e .  

1 2 3 4 5 
a l m o s t  a l w a y s  
n e v e r  

5. T h e r e  i s  a p l a n  f o r  i n v o l v i n g  my 
c h i l d  i n  d e c i s i o n - m a k i n g .  

1 2 3 4 5 
a l m o s t  
n e v e r  

a l w a y s  

6. The o t h e r  p a r t s  o f  my c h i l d ' s  l i f e  a r e  c o n s i d e r e d  i n  p l a n n i n g  
care a n d  t r e a t m e n t .  

1 2 3 4 5 
a l m o s t  a lways  
n e v e r  

7. The rest o f  o u r  f a m i l y  members '  n e e d s  are t a k e n  i n t o  a c c o u n t  
when p l a n n i n g  care a n d  t r e a t m e n t .  

1 2 3 4 5 
a l m o s t  a l w a y s  
n e v e r  
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C. C a r e  and  Trea tment  ( c o n t i n u e d )  

8.. I have  enough i n f o r m a t i o n  and p r e p a r a t i o n  t o  c a r r y  
o u t  t h e  c a r e  my c h i l d  needs  a t  home. 

1 2 3 
a l m o s t  
n e v e r  

9. I am r e g u l a r l y  a s k e d  t o  g i v e  f e e d b a c k  on how 
p r e s c r i b e d  t r e a t m e n t  i s  go ing .  

1 2 3 
a l m o s t  
n e v e r  

D. H e a l t h  Care  S e r v i c e s  

1. O v e r a l l ,  I would r a t e  h e a l t h  c a r e  s e r v i c e s  
my c h i l d  r e c e i v e s :  

1 2 3 
poor  

4 5 
a lways  

4 5 
a lways  

4 5 
e x c e l l e n t  

2 .  What a r e  t h e  b e s t  a s p e c t s  o f  t h i s  c a r e ?  

3 .  What c o u l d  be  improved? 

P l e a s e  u s e  t h e  remain ing  s p a c e  t o  comment on any o f  y o u r  r e s p o n s e  

Developed by, B e $ s y . . A n d ~ ~ n  
O c t o b u ~  1 9 8 4  



Group Name: My Initials: 

POST-WORKSHOP REACTION FORM - 
1. What were the stronqest features of the workshop? 

What were the weakest features of the workshop? 

2. Did the workshop cover the issues you think are most 
important about self-help groups for childhood cancer? y e s  n o  

I f  important issues or needs were missed, what were these? 

If you' feel there are portions we should omit from future - 
workshops, what are these? 

3. Please circle a rating 'for each statement. 

The organization of the workshop was: Excellent 7 6 5 4 3 2 1  Poor 

The objectives of the workshop'were: Clear 7  6  5 4  3  2  1 Vague 

The work of the facilitators was: Excellent 7 6 5 4 3 2  1  Poor 

The ideas 6 activities presented were: Very Interesting 7  6  5  4  3 2  1 Dull 

The scope or coverage was: Very Adequate 7  6 5 4  3  2 1 Inadequate 

My attendance should prove: Very Beneficial 7  6 5 4  3 2  1 No Benefit 

Overall, I consider this workshop: Excellent 7 6 5 4 3 2 1  Poor 



Workshop -React ion 
Page 2 

4. Did you meet any people you especially wish to stay in touch with? 
Who were they? 

5. We'd like to know more specifically what you may have gained. 
I f  you can, list 3 good ideas you'll carry away from the workshop 
and whether you think your group may implement any of them. 



Workshop .Reaction 
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4 .  Did you meet any people you especially wish to stay in touch with? 
Who were fhey? 

5. We'd like to know more specifically what you may have gained. 
I f  you can, list 3 good ideas you'll carry away from the workshop 
and whether you think your group may implement any of them. 



SOURCES FOR AVAILABLE INFORMATION ON PROGRAMS 

PROGRAM - OR ACTIVITY 

Family camps 

TLC Workshop program 

Parent Consultants 

Parent questionnaires 

School Re-Entry Program 

Hospital Visitation Manual 

Parent Advocacy and Coalitions 

INFORMATION SOURCE 

Ron Van Winkle 
(~orba Linda, CAI 

and: 
Candlelighters (see 
special issue of 
newsletter) 

Felicia Lowe Schwartz 
(San Francisco, CAI 

~eanne Frater 
(San Diego, CA) 

and: 
Helena Richards 
Division of Pediatric 

Oncology 
Rhode Island Hospital 
593 Eddy Street 
Providence, RI 02902 

and: 
Linda Messbauer 
Pediatric ~ematology/Onc. 
UR Cancer Center 
Rochester, NY 14642 

Penny Kreinberg 
(Portland, OR) 

and: 
Mark Chesler 
(University of ~ichigan) 

Candlelighters 
and: 

Sara Perkins 
(CA ACS) 

Candlelighters 

Candlelighters 
and: 

Betsy Anderson 
Federation for Children 
with Special Needs 


