Parent to Parent programs: A unique
form of mutual support

Parents of young children with special needs are thrust into the world of disability—a life experience with
many strong emotional responses and challenges. Parent to Parent programs provide emotional and
informational support to parents of children with special needs by matching a trained veteran parent in
4 one-to-one relationship with a parent newly referred to the program. This article reports the results of
a national survey of veteran and referred parents participating in Parent to Parent programs and discusses
how Parent to Parent support is an important part of comprehensive family-centered services for parents
and providers. Key words: mentor parents, mutual support, parent support, Parent to Parent
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WITH EMERGING EMPHASIS on family-cen-

tered services, service providers are learn-
ing from families about the kinds of supports that
are the most helpful to them."? When parents of
young children with special needs and early inter-
vention practitioners were asked about their pref-
erences in early intervention services, parents most
frequently mentioned the importance of profes-
sional sensitivity to families. Emotional and infor-
mational support, informality, flexibility, respon-
siveness, and acceptance were all given as
examples of this sensitivity, as well as simply
allowing parents of infants and toddlers the time
needed to learn about and live within their new
world of disability. Families also mentioned how
important it was to find and have support from
other families with similar children.??

A unique model for personalizing family support
services according to the needs and preferences of
families exists in Parent to Parent programs.*’
Parent to Parent programs provide factual informa-
tion and emotional support to parents who have a
child with special needs by establishing a one-to-
one match between a trained veteran parent—
someone who has had experience as a parent of a
child with a disability—and a parent who is newly
referred to the program. The referred parent gen-
erally has a child with a similar disability and has
expressed an interest in receiving support from
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another parent who has “been there.” The oppor-
tunity to share family experiences with others who
understand because they have had similar experi-
ences is an important source of support, and it is
this opportunity that is the foundation of the Parent
to Parent match.

Oftenat the time of the match, the referred parent
has just been given the diagnosis or is just begin-
ning a new era in the life of the child with a
disability, such as the transition from the neonatal
intensive care unit at the hospital to home or entry
into an early intervention program or public school.
The veteran parent provides emotional support to
and shares information with the referred parent in
a casual and flexible relationship. Many matches
evolve into life-long connections, with the veteran
parent becoming a reliable ally and friend.® A
mother explains:

Our daughter has been in hospitals constantly. Our
support parents came down to see her in the hospital, call
us a lot, send letters. The dad. . . even gave blood for our
daughter's surgery. They took us out when our daughter
was in intensive care and we were far from home. . . . They
came to our daughter's first birthday party and have
become some of our dearest, closest friends.

In an effort to learn more about Parent to Parent
programs and the services they provide through the
one-to-one match, the Beach Center on Families
and Disability at The University of Kansas con-
ducted a national survey of Parent to Parent pro-
gram coordinators and the veteran and referred
parents who are participating in these programs.
The data from the programs participating in the
survey describe 267 Parent to Parent programs
serving approximately 20,000 families in 47 of the
50 states nationally. The vast majority of these
programs are cross-disability, matching parents
whose children have a wide range of physical,
mental, and emotional disabilities, including
chronic illness and acquired disabilities.*

A random sample of referred and veteran parents
participating in the Parent to Parent programs who
returned program surveys completed parent sur-
veys and provided a wealth of information about
the nature of their participation and their prefer-
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ences for emotional and informational support.
This article presents and discusses the data from
referred and veteran parents who participated in
the national survey to answer the following re-
search questions:

* Who participates in Pdrent to Parent pro-
grams, and what disabilities are represented?

* How are one-to-one matches made, and what
are the characteristics of the matched interac-
tions?

* What types of emotional and informational
supports are provided to and preferred by
referred parents who participate in Parent to
Parent programs?

e What supports are veteran parents receiving
before and during their matches with referred
parents?

This article also discusses how Parent to Parent
programs can be a resource to both parents and
providers as an important piece of a comprehen-
sive, family-centered service system.

METHOD

Two questionnaires were used in the current
study: one for parents who were participating in a
Parent to Parent program as referred parents and
one for parents who were serving as veteran
parents. The survey for referred parents consisted
of 46 questions, and the survey for veteran parents
included 75 questions. Both surveys had a combi-
nation of closed and open-ended items as well as
opportunities for parents to rank the importance of
various items within some of the questions. Ques-
tions on both surveys were divided into five major
categories: (1) participating familypdemographics,
(2) reasons for participation in the program, (3) the
nature of the match, (4) the typc;:s/'/of emotional and
informational support received and preferred
through the one-to-one match, and (5) other pro-
gram supports above and beyond the matched
experience. The survey for veteran parents con-
tained additional questions related to the veteran
parent training. Both surveys were developed with
the assistance of seven national leaders in Parent to
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Parent who served on the advisory committee for
the project and in accordance with respected mail
survey development guidelines.’

A total of 704 referred parent questionnaires and
629 veteran parent questionnaires were sent out to
parents by Parent to Parent program coordinators.
Program administrators received instructions for
randomly selecting 30% of their referred and vet-
eran parents to receive the questionnaire and
needed only to provide the address labels for the
envelopes and then forward the packets on to the
parents. Over the course of 15 months and in
response to 2 reminder postcards that were sent to
parents who had received but not returned surveys,
completed survey booklets were received from 240

" referred and 330 veteran parents, representing 115
different Parent to Parent programs from 43 of the
50 states. Each of these parents received a free
audiotape from the 5th National Parent to Parent
Conference, a cettificate of recognition, and a
summary of the survey findings for their important
contributions to the project.

RESULTS

Family demographics

Of the referred parents and the veteran parents
who were participating in Parent to Parent and who
returned surveys, the greatest percentage (88%) of
parents were Caucasian, with 12% representing a
minority group. Moreover, most of the parents
were part of a two-parent household (90%), and
35% had an annual income of over $50,000. Data
from the national census indicate that of all families
in the United States, 75% are Caucasian, 78% are
two-parent households, and 24% have annual
incomes of over $50,000.°

Parent to Parent programs are providing emo-
tional and informational support to parents whose
sons and daughters have a wide range of disabilities,
as is depicted in Table 1. Nearly. two thirds (64%) of
the disabilities represented are moderate or severe.

Nature of the match

Referred parents found out about Parent to
Parent programs from many different referral

Table 1. Disability representation

Parents reporting

Type of disability (%)
Developmental delay 31
Down syndrome 29
Mental retardation 23
Learning disability 20
Visual impairment : 16
Cerebral palsy 16
Multiple disabilities 15
Chronic illness 15
Prematurity 10
Hearing impairment 10
Epilepsy 8
Technology supported 5
Autism . 3

sources, and these connections are outlined in Fig
1. The vast majority of parents who marked Other
indicated on their surveys that they referred them-
selves after having seen a brochure, poster, or some
other printed information about the program. The
greatest percentage (29%) of parents were referred
to the program by a member of the medical
profession (nurse and/or physician).

Once a referred parent is connected to a Parent
to Parent program, the program coordinator con-
siders several different factors to ensure a success-
ful match. Table 2 provides information about the
factors that referred parents reported to be the basis
of their match, as well as the percentage of referred
parents who ranked each factor as being preferred
(one of the top three most important variables in
their match). Similar disability and family issues are
used most often and ranked as preferred by the
greatest percentage of referred parents.

Once a referred parent and a veteran parent are
matched, the matched relationship evolves in an
individualized manner based on the needs and
preferences of the referred parents. The timing and
frequency of contacts, as well as whether the
contacts are in person or by telephone or mail, are
different for each match. Some Parent to Parent
matches are short term, lasting only a few days and
having only a few contacts, while others last for

much longer and have many contacts. Of the




referred parents responding to the survey, S0% are
in matches that have lasted more than 1 year, and
56% have had at least 7 contacts.

Supports for referred parents

Table 3 presents the emotional, informational,
and other program supports that were provided to
and preferred by referred parents. A preferred
support is one that parents ranked as one of the
three most important to them.

Given that Parent to Parent programs have as
their foundation the provision of support from
someone with similar experiences who is available
to listen, it is not surprising that this type of
emotional support was listed most often as being
provided in the match (72%) and ranked most often
by referred parents as being preferred (66%).

Other

Religious leader 1%

Friend of
tamily member
5%

Another
parent
7%

Teacher
7%

Nurse
11%
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Table 3 also describes the types of informational
support that referred parents reported as being
provided to them and how they ranked these
supports in importance. Information about the
disability and information about living with and
caring for a family member with special needs were
mentioned equally by referred parents (60%) as
being provided to them, with 63% of the referred
parents ranking disability information as preferred
and 58% ranking information about living and
caring for their son or daughter with a disability as
a preferred support.

Many Parent to Parent programs provide a com-
prehensive array of support services in addition to
the one-to-one match.! Table 3 presents information
on the supports above and beyond the one-to-one
matched experience that were provided to and
preferred by referred parents. Group meetings, both

Social worker
19%

Doctor
18%

Parent to Parent program
representative
13%

Fig 1. Connections with Parent to Parent.
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Table 2. Factors in parent matches

Used for parents Preferred by parents

Factors (%) (%)
Family members have similar disabilities 76 76
Families faced similar problems 55 63
Family members with disability are same age 36 38
Family structure is similar 29 9
Parents are same age 28 13
Families live close by 27 18
Veteran parent could respond in 24 hours 25 24
Cultural/ethnic backgrounds are similar 23 9
Education and income level are similar 18 8
Families are similar size 17 4
Families both speak English as a second language 1 0

for educational and emotional support, were re-
ported by the greatest percentage of parents (69%
and 65% respectively) as being offered by their
program and were preferred by the largest percent-
ages of referred parents (48% and 47% respectively).
While only 27% of the parents related that their
program provided a 24-hour telephone “warm line,”

this service was ranked as preferred by the third
highest percentage (27%) of the referred parents.

Training for veteran parents

Veteran parents are the backbone of Parent to
Parent programs, volunteering their time to provide
emotional and informational support to parents

Table 3. Supports provided by Parent to Parent programs

Provided by program Preferred by parents
Supports (%) (%)
Emotional
Someone to listen and understand 72 66
Helping in feeling less alone 63 35
Knowledge of others who are doing OK 58 34
Hope for the future 59 23
Way to deal with stress 43 21
Problem-solving support 45 20
Informational
Disability information 60 63
Care for child 60 58
Ways to find and get services 45 54
Community resources 50 47
Financial information 27 20
Respite care information 28 17
Other program supports
Group meetings for emotional support 65 48
Group meetings for education 69 47
24-hour warm line 27 27
Social events 63 23
Activities for other family members 31 11
Chance to tell others about program 36 9




newly referred to the program, and most Parent to
Parent programs (76%) train veteran parents for
their important role." Fig 2 presents information on
the number of hours of initial training that veteran
parents receive from their programs, with 44% of

veteran parents indicating that they receive 10 or

more hours of training.

Veteran parent training covers a wide range of
topics as is depicted in Table 4, with over 90% of the
veteran parents reporting that they were provided
with training in listening skills (94%); training in
communication skills (93%); and an orientation to
the Parent to Parent program goals, activities, and
philosophy (92%). By far the greatest percentage of
veteran parents (53%) ranked the training in listen-
ing skills as being preferred (one of the top three
most important content areas).

QOther
None 4%

3%

1-3 hours
15%

4-6 hours '
19%
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Once matched and as their matches evolved,
veteran parents indicated that they were provided
with ongoing support and informal training from a
variety of people connected to the program—the
program coordinator (82%) and another veteran
parent (57%) being mentioned most often.

DISCUSSION

Participants in Parent to Parent programs

Parents who are participating in a Parent to
Parent program as either a referred or a veteran
parent tend to be Caucasian mothers from two-
parent families with an income above $35,000. That
more minority parents are not involved in Parent to
Parent is a challenge not only for Parent to Parent
but for other parent support efforts as well.” Further

More than
10 hours
44%

7-9 hours
15%

Fig 2. Hours of veteran parent training received.
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Table 4. Content of veteran parent training

Provided by program Preferred by parents

Content area (%) (%)
Listening skills 94 75
Communication skills 93 55
Qrientation to program 92 11
Adjusiment to the diagnosis 86 34
Community resources 83 32
Information about disabilities 81 16
Positive philosophy 80 27
Disability organizations 80 8
Referral process 74 13
Self-awareness 60 8
Financial information 58 4
Advocacy Iraining 56 13
Leadership training 39 ‘ 1
Cultural diversity training 37 2

research is needed to understand more fully why
minority parents are underrepresented in Parent to
Parent and other parent support programs. Perhaps
because the first Parent to Parent programs were
coordinated in the early 1970s by middle-class
Caucasian mothers, replication efforts were most
easily undertaken by mothers with similar charac-
teristics.” Many Parent to Parent programs recog-
nize the challenges of reaching families who are not
fully represented in the service system, and several
of these programs have developed some innova-
tive outreach strategies for involving families of
diverse racial, cultural, and ethnic backgrounds.
Some successful strategies include involving a
respected member of the community as the pro-
gram coordinator, preparing printed materials in
languages other than English, subsidizing long-
distance telephone calls between veteran and re-
ferred parents, and adding the Parent to Parent
component to an existing successful family re-
source center.!

Nature of the match

Referrals to a Parent to Parent program are vital to
the success of the program, and parents learn about
the Parent to Parent opporthnity through a wide

variety of sources. Perhaps because physicians often
deliver the diagnosis of a disability to the family, and
social workers connected with many different ser-
vice provider agencies often provide ongoing sup-
port to the family, these professionals are mentioned
most often by parents as referral sources. While
Parent to Parent programs consider their public
relations efforts to be among their most important
activities, because 55% of Parent to Parent programs
have annual budgets of less than $5,000, widespread
distribution of program brochures and literature is
often not possible.! Service providers thus may need
to be proactive about finding a Parent to Parent
program for referrals. Local interagency coordinating
councils (LICCs) coordinating services for infants
and toddlers with special needs are often aware of
the existence of a Parent to Parent program in their
communities. The Beach Center maintains and up-
dates a directory of Parent to Parent programs that
provides contact information for several hundred
Parent to Parent programs nationally.

Matches in Parent to Parent programs are made
with careful consideration of many different com-
monalities that a referred parent and a veteran
parent may have. Referred parents report being
matched most often (and preferring matches)




around similar disability and family issues, with age
of the family member with special needs being
listed as used and preferred the next most fre-
quently. Since the capacity for Parent to Parent
programs to match around similar disability and
family issues is directly related to the number and
diversity of trained veteran parents within the
program, Parent to Parent programs actively recruit
parents with diverse family and disability experi-
ences to serve in the veteran parent role. Service
providers are in a good position to discuss the
veteran parent opportunity with parents whose
children they treat, and with the permission of the
parents, to refer any interested prospective veteran
parents to a Parent to Parent program.

Referred parents also mentioned that they pre-
ferred having the veteran parent able to contact
them within 24 hours of their match. Once the
decision is made by a referred parent to participate
in a match, it may be that there is some anxiety
about what the matched relationship will bring.
Parent to Parent programs respond by encouraging
veteran parents to contact the newly referred
parents just as soon as possible after the initial
referral. Once the Parent to Parent match is made,
support can be (and is) activated at any time and
through any type of contact (eg, in person, by
telephone, by mail), thus providing an easily acces-
sible and responsive support system for parents. A
referred parent describes the nature of her match:
“I think Parent to Parent is an invaluable support
system, especially for parents who have just found
out that their child has or might have a disability. It
is so important to not feel alone, and to have
someone to turn to who can listen and not judge.
My veteran parent initiated our first phone calls just
to say hello and ask how things were going unti
got comfortable calling her. She and I, our hus-
bands and our sons with disabilities are now good
friends and always will be.”

Supports for referred parents

Just as the nature and development of each one-
to-one match is unique, so too the supports that
referred parents are provided and prefer are as
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individualized as the parents themselves. While most
parents mention the emotional support of having
someone who shares their experiences to listen and
understand, information about disability and day-to-
day living issues, and group meetings for emotional
and educational support as being important parts of
their match, each match fulfills individualized needs.
Parent to Parent programs provide a broad range of
supports, because they recognize that even those
supports that are ranked as preferred by only a small
percentage of parents are very important to those
individual parents. However, the parental prefer-
ences for the various supports and services that are
reported in Table 3 may be helpful to new Parent to
Parent programs as they prioritize the development
of new components.

Training for veteran parents

Veteran parent training is recognized by Parent
to Parent programs as being important not only for
ensuring the quality of support that is provided to
referred parents, but also for increasing the cred-
ibility of the program with potential referral
sources. With families in early intervention indicat-
ing their preferences for relationships that are
informal, individualized, built on trust, and respon-
sive to family needs, veteran parents who are
trained specifically in communication and listening
skills and who have years of personal and practical
experiences with disability issues can serve as
important links with early intervention profession-
als and with parents whose young children are
receiving services. Veteran parents have the skills,
the wisdom that comes only with personal experi-
ences, and the ongoing support from the Parent to
Parent program to be important and credible re-
sources to other parents as well as to providers in
early intervention services across the country.

CURRENT AND FUTURE DIRECTIONS

The national survey provided important descrip-
tive information about Parent to Parent programs—
information about where programs are, the types of
services they provide, and anecdotal information
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from participating parents about how the Parent to
Parent experience has been helpful to them. This
information was used to design a study to deter-
mine the efficacy of Parent to Parent support for
referred parents—a study that is being carried out
by a participatory action research team of parents
and researchers in four different states.'?'

Additional Parent to Parent research that the
Beach Center is conducting includes a 5-year study
to determine the longitudinal efficacy of Parent to
Parent support for referred parents, veteran par-
ents, and the child with a disability, and a national
survey of statewide Parent to Parent programs to
learn more about how they have developed and
how they provide technical assistance to local
programs.

Health care and early intervention professionals
are in a unique position to benefit from Parent to
Parent support and to contribute to its increased
availability to families. Service providers benefit
from Parent to Parent programs because these
programs offer important connectjons between
and among parents, and through these connec-
tions, they provide emotional and informational
support from one parent to another in ways that are
preferred by families. With the rapid development
of early intervention services and the increased
emphasis on family-centered services, profession-
als may sometimes feel caught between believing
in the importance of involving and responding to
families and the realities of staff time and experi-
ences. Parent to Parent programs provide experi-
enced veteran parents who volunteer their time to
share with other parents in ways that only parents
can. One professional who is working closely with
a Parent to Parent program speaks about the benefit
of Parent to Parent for his staff:

When the Parent to Parent program was established, we
knew that the program would be of assistance for families,

but we didn'i realize until later that it would also be of great
assistance to the staff. As professionals, we often feel

inadequate because we cannot truly understand what
families are going through since we haven't actually
experienced what they have. Our staff became aware that
this program could fulfitl a need for families that they as
professionals could not. In this way the program supports
the role of the professional as well as supporting the family.

Providers can contribute to Parent to Parent by
referring parents to a Parent to Parent program and
sponsoring a Parent to Parent program. Parent to
Parent programs rely on referrals from service
providers. When medical and other early interven-
tion personnel are aware of a Parent to Parent
program and tell parents about the opportunity to
be matched with another parent, referred parents
can begin receiving this important support at the
time of birth or early diagnosis of their child.

Approximately half of the Parent to Parent pro-
grams responding to the national survey are spon-
sored by a service provider agency, and there are
many ways in which agencies can sponsor a Parent
to Parent program at no additional cost to the
agency.? A sponsoring agency may contribute to a
Parent to Parent program by

» allowing the Parent to Parent program to use

its not-for-profit status for fundraising and
grantwriting purposes;

¢ providing meeting room space or a telephone

line;

e assisting with training for veteran parents; and

« promoting the program to other professionals

and parents.
All of these may give the program more credibility
with potential referral and funding sources.

As service providers and parents collaborate to
provide a system of family-centered early interven-
tion services in their communities, perhaps the
one-to-one matched opportunity provided by Par-
ent to Parent programs can become an established
component of the service system. Parent to Parent
programs and early intervention efforts in partner-
ship can provide families with a comprehensive
array of professional and parent supports and
services broader than either parents or profession-
als can provide alone.




REFERENCES

Parent to Parent Programs 57

. Abie-Boone H, Sandall SR, Stevens E, Frederick LL.
Family support resources and needs: how early
intervention can make a difference. Transdiscipli-
nary J. 1990;2(2):93-102.

. Summers JA, Dell'Oliver C, Benson H, Santelli B,
Campbell M, Siegel-Causey E. Examining the indi-
vidualized family service plan process: what are
family and practitioner preferences? Early Childhood
Special Education. 1990;10(1):78-99.

. Boukydis CF. The Importance of Parenting Networks.
Salt Lake City, Utah: Parent Care Conference; 1984.
. Santelli B, Turnbull A, Lemner E, Marquis J. Parent to
parent programs: ongoing support for parents of
young adults with special needs. J Vocational Reba-
bilitation. 1993;3(2):25-37.

. Smith PM. Opening many, many doors: parent to
parent support. In: Beckman P, Boyes GB, eds.
Decipbering the System: A Guide for Families of
Young Children with Disabilities. Cambridge, Mass:
Brookline Books; 1993.

. Santelli B, Turnbull A, Marquis J, Lerner E. Parent to
parent programs: a unique form of mutual support to
families of persons with disabilities. In: Singer G,
Powers L, eds. Families, Disability, and Empower-
ment: Active Coping Skills and Strategies for Family

10.

11.

12.

13.

Interventions. Baltimore, Md: Brookes Publishing;
1993.

. Dillman DA. Mail and Telepbone Surveys: The Total

Design Method. New York, NY: Wiley; 1978.

. US Bureau of Census. Statistical Abstract of the United

States: 1990 (110th Edition). Washington, DC; 1990.

. Lynch EW, Stein RC. Parent participation by ethnicity:

a comparison of Hispanic, Black, and Anglo families.
Except Child. 1987;54(2):105-111. .
Santelli B. Parent to parent national survey: results
and implications. Presented at the 6th National Parent
to Parent Conference; March 1992; Phoenix, Ariz.
Santelli B. Parent to Parent: A Treasury of Best
Practices. Lawrence, Kan: Beach Center on Families
and Disability, University of Kansas. Unpublished
manuscript, 1993.

Fenton ], Batavia A, Roody D. Suggested Policy
Statement and Support Materials for an NIDRR Policy
on Constituency-oriented Research and Dissemina-
tion (CORD). Washington, DC: National Institute on
Disability and Rehabilitation Research, US Depart-
ment of Education. Unpublished manuscript, 1993.
Santelli B. Participatory action research. Presented at
the 7th National Parent to Parent Conference; April
1994; Asheville, NC.

This research was supported by a grant from the National Institute on Disability and
Rehabilitation Research to the Beach Center on Disability, Grant #H133B30070.



lois
Text Box
This research was supported by a grant from the National Institute on Disability and Rehabilitation Research to the Beach Center on Disability, Grant #H133B30070.




