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What do fathers of children with dis-
abilities want? How are they different
than fathers of other kinds of children?
What are the challenges of understand-
ing the needs of fathers within the con-
text of their families? How can early
intervention programs understand the
contributions that fathers make to their
families? How can fathers be more
involved in program and policy devel-
opment? These questions are not easy
ones to answer.

As we all continue to build strong
inclusive communities, in which people
with disabilities are active, respected
citizens, we can't forget the changing
roles and expectations of families and
of fathers, in particular. Too often, the
challenge of child rearing has ignored
the contributions of fathers. By
acknowledging the contributions that
fathers can make to their families and to
program and policy development, high
quality early intervention programs are
joining a small but powerful national
effort to recognize the importance of
integrating fathers more etfectively into
service delivery systems.

The stories captured in these pages
were among those shared at an extraor-
dinary session at a recent meeting of
practitioners and family members from
across the country. The stories are

striking for a number of reasons. They
are intimate snapshots of each father's
struggle to acEnowledge his own
strengths and needs and to adapt them
to the challenging circumstances of
family life. The fathers represent differ-
ent regions of the country. One father,
for instance, can see 200 miles in any
direction from his hometown in
Montana without seeing another com-
munity, while another is raising his
family in the urban excitement of the
Bronx in New York City. Apart from
their regional diversity, the common
themes, which link these stories, are
powerful. Each of the fathers reflects
on his identity as a man, a father, and a
husband. Each has been challenged to
reconcile the traditional expectations of
fathers with less familiar roles as nur-
turer, advocate, and collaborator. Each
of the fathers emphasizes the impor-
tance of changing his own personal atti-
tudes toward himself, his spouse, and
his children as a way of better under-
standing his responsibilities as a father.
What can early intervention pro-
Ig(rarns do to better support fathers? A
ey first step is to provide safe places
for their stories to be told and to listen
to those stories for the lessons that they
reveal.
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Andre Green

Andre and his wife Lisa have three children: Andre ( 12), Tyla (7), and Marcus (4). Andre has been involved in the children
with special needs movement since 1998, when Marcus was diagnosed with speech, cognitive, and occupational delays. At that
time, he became a member of the New York State Parent Involvement Committee Early Intervention Coordinating Council. Andre
plans to retire from the New York Police Department within a year, and is presently waiting to be appointed to the New York State

Early Intervention Coordinating Council. “It is here,” he says,

muaking level.”

“We realized something wasn't correct with
Mareus at about three months-actually it was my
wife. She's involved in special education.... I
realized then that it was much harder for us to
separate everything she'd been doing within her
own career now that our child would have to
have special education services. We went to our
pediatrician a number of times, and it was very
disturbing because he told us, ‘Well, there's noth-
ing wrong with your son. It just takes a little
longer. Some children grow at different levels.’
At this time he was eight months old. He didn't
walk and didn't attempt to crawl. We waited
another three or four months, and then we went
back to see our pediatrician. At the time, our pri-
mary pediatrician wasn't there; there was another
one. I told him the same thing that our primary
had said about Marcus. He turned around and
said, ‘Listen, something is wrong, I don't know
what it is. Let's find out.’

“He gave me a referral to a hospital. At the hos-
pital ... I read the brochure and read it again.
Everything that was in this brochure about early
intervention--it discussed speech delays, develop-
mental delays--I realized was talking about
Marcus. It was difficult reading it, but it also
made me realize that my son needed everything
in the world for him.

“I'm a NYC police officer. I've been one for 19
years...] was always used to being in control. I'd
get the bad guys--if someone was doing this or
that, I would arrest him. Now, I was confronted
with a problem that I could not arrest or control. I
did not know. First of all, where were the bad
guys? I had no idea. Confronted with this, I real-
ized we had an interview with reality. I was sud-
denly dependent upon people I did not know,
and, more importantly, I didn't know what they
could do for us.

“Fortunately, [ was lucky. We went to our EI
designee and they did the first IFSP and provided

that I want my voice heard. Parents must be active af the policy-

the services at home, and then there we had a
special education teacher who was really good. I
got lucky--she was opening a school. And it was
opening up that following September (this was
around February). She continued doing special
education and ended up becoming our provider.
And then Marcus went into the pre-school.

“The hardest thing I see is encountering people
who I realize aren't particularly in my corner but
[ know I need them. And this issue isn't just for
fathers. There are a lot people involved in EI
who can do things for us. The difficulties that we
have--that just has to be. You just have to go in
there and work with them.

“I would just hope, in closing, to tell people that
as a father this is the hardest thing I've ever done.
I'm from the straight, jock porttolio: 1 played
football, I did the whole nine yards. With my
children, I've been "The Dad.” But when my son
was diagnosed, the concrete was destroyed.
There's a side of me now that, in a way, is very
thankful for the disability because this is the part
of me that has made me a better person. ['ve had
to take the lead in a lot of situations and really
express myself. I'm not an emotional person, but
I have to be. And I have to temper that emotion
with intelligence and understanding. So I would
say that people--particularly men--who are
involved need to get a lot more involved. And
the women out there--there’s no measure for the
work that you're doing. But the men who aren't
involved but can be--if you can somehow move
them to do something, only because there's too
much work that you're doing already....

“I think there are a lot of men out there like
myself. I tell people, I don't wear a red cape, I
don't have blue boots, I'm not Superman, I'm not
a Super Dad. I'm nothing like that. I'm just a
man who loves his son, and whatever I can do for
him I'll do.”

-




Fred Brown

Fred and his family reside in a rural community in Montana. He and his wife have a daughter with special needs.

“My daughter is 21 months old. How do you
spell getting a father involved with their chil-
dren? R-E-5-P-I-T-E. If you don't have it, you
have to get it! If the parents—-and my wife is
sitting right here--if the parents can't be part-
ners and gain a relationship with each other,
the father can't just come home (I also work in
law enforcement) from something stressful and
go into something stressful and then be expect-
ed to keep it together. I mean, I was a little bit
goofy before! You have to pull it together with
your spouse. A lot of times, the service
provider and even the spouse don't understand
that the husband needs that time with her to
build their relationship. Once that gets squared
away, and you have that time with her, you
understand her better and can help her better
at home.

“1 worked on the railroads for seventeen years,
and five years ago I switched the whole philos-
ophy of my life. There's a book out there calied
The Margin. It dramatically affected my life
and how ['d continue to live it. Iretired from
the railroads, so that was a plus for me. And I
moved into a simpler kind of living, which has
been very positive. My definition of success
now is not what it used to be when I was what
I call a ‘corporate weenie.” Now, I am a father
first. [ do other things so I can continue to be a
father and husband at home. In a strange way,
we've become isolationists without moving to
Alaska! But we find right now in our life that
this is what's good.

“All our solutions are not all of everybody
else’s solutions. Everybody has a different per-
spective on how to go about raising their chil-
dren and what to do that’s best for their chil-
dren. But one of the foundations you have to
have as a father is to make sure you're in tune
with your wife...Again, R-E-5-P-1-T-E: If it's
not there, something gets lost.

“One more point I'd like to make that a lot of
people don't understand: Men as a whole are
goal-oriented. From the perspective of a father
involved with his children, I notice my wife is

more process-oriented. And process is good.
Men see it as a way to get something, while
women are living the process life; they enjoy
the process. Men still do the process--I'm not
saying it's wrong. We're just looking at some-
thing besides the process--we want a goal.
With Lauren, whether it's to get her to start
walking, if the pediatrician tells me, ‘I think she
can walk at such-and-such an age,” cut it down
three months, cut it down six months--give me
something [ can work with with my wife, my
family, my child to produce that goal.

“If men don't have something out there to look
for, we can go through the process to get there,
but we have to know where we're getting.

Even on the boards I participate on--they're
really heavy with people involved with govern-
ment and probably the majority of them are
female--the process frustrates me something
terrible. What are we processing? What is it
out there that we're going after? If you can just
help guys like me to know what we're going
after, everything else will be kind of clear. I
don't get as frustrated as long as I know where
I'm going.

“I guess that's pretty much who I am, where I
come from, and what [ do.”
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Walter Black

Walter Black has been a stay-at-home dad for the past 4 years. When his second son was born premature at 26 weeks and only
one pound four ounces the doctors would not even offer a 50/50 chance the child would survive. Leaving a management position in
the hotel industry, Walter took on the responsibility of caring for his son  He has been active in Dad-to-Dad, an organization dedi-
cated to connecting fathers, who are the primary caretakers of their children, with one another.

Walter was appointed to the Georgia State Interagency Coordinating Council in February of 1998 and elected to chair that coun-
cil in December of the same year. At the 1998 Georgia parent conference and every year after, Walter has spoken with other fathers
about the joys and challenges of having a child with special needs. Elected to chair the Council of ICC Chairs in 1999 and now
invited to take part in the planning process for the NECTAS conference, Walter suggested a session to focus on the fathers point of

view. The suggestion was warmly received.

Walter shares his home with his wife, Sabra, two sons, Carter 10 and Garrison 6, along with 2 dogs, "KiKi” and "Travis”, and

"Doodle” the cat.

“I was away in Galveston, Texas doing an
installation for a hotel. My wife was 26-weeks
pregnant with our second child. Whether it
was divine intervention or a spiritual connec-
tion with my wife or just blind luck, I got up
early one morning and called to check on her. I
did not get an answer on the phone.
Fortunately we had neighbors whom we know
well and I called one of them and asked if they
would go over and check to see if her car was
in the driveway because it was too early for her
to go to work. Well, it turned out that she had-
n't. 1got a call about a half-hour later telling
me, ‘"You've got to come home now.’

“...0ur second son was born at a pound and
four ounces, and my life has not been the same
since. It was a dramatic change in my percep-
tion of what a father gives. For my older son, I
was ‘The Dad.” I was that dad: Go to work,
come home, throw the ball, play, stuff like that.
With our new son, it changed completely. I
found that I had to be much more than life had
prepared me for. We see that a lot in fathers,
particularly the ones here.

“One of the things that I find is that fathers
need an opportunity to grieve, not for the child
they have, but for the one they don’t have. We
go into the planning of our family with certain
expectations, and for fathers it can be very dif-
ficult when those expectations are not met.
This does not mean I love the son I have any
less; it's just that things did not go as expected.

“I've had the opportunity in Georgia to speak
with fathers about the challenges that they

have, and some of the things that they tell me
are that if the father is the working parent and

the mother is the one interacting with the ser-
vice provider that they have a difficult time
getting the information...5o it is vitally impor-
tant that that father is involved right from the
very start so that he is also an expert on his
child, that he doesn't rely on information from
his wife--he relies on info from the therapist,
and he has opportunities to ask questions.

“Unfortunately, we also see fathers who, when
the diagnosis comes in, they turn and leave.
We've seen it happen. And so we must nurture
the relationship between the husband and the
wife, so that we maintain the support for that
child.”

Participants from many states attended the session on
Fathers at the national conference. When asked to
offer advice on better involving fathers, states respond-
ed with these ideas:

1. Use the media. Publish articles by fathers and about fathers in
program newsletters. Encourage community newspapers to pub-
lish pieces on fathering and its importance to family life.

2. Sponsor structured meetings for fathers. Use skilled facili-
tators, familiar with the needs of fathers.

3. Schedule meetings about ongoing progress of a child at times
when fathers can participate.

4. Avoid assumptions about what fathers will and will not
do. Don't be afraid ro ASK for participation and then
find ways to support it.

5. Be careful that public relations materials do not inadvertently
exclude fathers.

6. Sponsor workshops on ways families can juggle responsibil-
ities.
7. Recognize the uniqueness of each family.

8. Nerwork with other programs and individuals attempting
to define new ways to support fathers.




Dan Dinnell

Dan has been the State Family Resource Coordinator for Early Intervention Services of the Nevada Department of Human
Resources since 1996, when this position for statewide parent representation was first created. He previously worked for USAir and
is a member of the National Guard. He and his wife Cheryl are the parents of 3 boys; the oldest son was diagnosed with Attention
Deficit Disorder (ADD); the middle son has "middle child syndrome”; and the youngest son, Eric, was born with a very rare genet-
ic disorder {DeBarsy syndrome), and has multiple disabilities. As parentffamily representative he guides policy and program devel-
opment, supporting inferagency community-based approaches, and most important of all helping to find ways fo increase
parentjconsumer knowledge and involvement in early intervention services in the State of Nevada. He has served as a Nevada
Hearing Officer for the Department of Education, on several National focus groups, and is a 1999 graduate of Nevada's Partners in

Policymaking.

"On Thanksgiving morning, 1989, Eric was born
into our family. They had him in ICU for about
two weeks. He was about three pounds, six
ounces... We did a split shift at that time, so I was
at work for four hours, then I'd come home for four
hours to give my wife a break so she could go off to
the NICU, then I'd take off to work, and then go
back to the NICU myself that night. So we were
able to rotate our duties at the NICU and be there
pretty much all the time, with minor breaks in-
between. Toward the end of the two-week period,
the doctors did an operation on Eric's eye--took a
cyst off--and then said, 'There's nothing more we
can do for you, take him home.’

"50 we brought Eric home, and my wife got in
touch with the early intervention service program
(at that time there was no connection that the hos-
pital made for us; we did it on our own).

"Eric had to struggle quite a bit. He had hip opera-
tions when he was about a year old. He had hear-
ing aids for awhile, and then they did a test and
determined that he could hear, so we threw the
hearing aids out. The hip operations were allowing
him to get around and actually forced him to have
upper body strength, which he did not have.

"My wife is the reason I'm here today, basically. To
a certain extent, the only time I was allowed 'in'
when the therapists were over was if [ "forced” my
way in. It was them and her. That was fine for me
as a father; I didn't mind. I had my job to take care
of me. But it occurred to me that I needed to be
more involved. And then one day, my wife said,
T'm doing a parent panel at the University, and it's
real important to have parents tell the students,
who will eventually become social workers or spe-
cial educators, about our son.' I didn't have experi-
ence with a situation like that in which I would be
talking about my son, which at that time was very
emotionally draining. You go through a never-end-
ing grieving process because you had a vision, a

vision of your child doing things growing up that
are 'typical.’ Then the world suddenly becomes dif-
ferent.

"A few years later, we'd just gotten Eric into regular
kindergarten. The school district didn't want any-
thing to do with that originally. They wanted to
send him off to a separate school where he'd get
good, structured one-on-one, quality help. My wife
said, No. And that sort of caught them off guard.
They allowed us to put our son into a regular edu-
cation kindergarten room with the assistance of an
aide. And my wife delved into it full force. We got
him into kindergarten. He's doing great—-he's
doing wonderful. He loves the kids there, they love
him.

"Anyway, my wife has been everything that I could
ask for in giving me guidance. When I came back
to Nevada after resigning from the airline, this new
position came up working for the state. They want-
ed a parent to represent Early Intervention state-
wide and be able to provide input for policy and
procedures as well as increase family involvement.
[ thought it was totally out of my realm of experi-
ence. But my wife said, 'No-you're a dad, you've
been involved in [FSPs, and you've been involved
in it from day one." Plus, the fact that I was a guy
applying for the position--a minority, so to speak--I
ended up being selected to become the state-wide
parent rep for Part C, and I've had a lot to do lately
with policy and procedure development in the
state, Child Find and family involvement activities.
[ really have to say that my experience tells me that
in most cases the best person to bring the father
into the room is going to be the mother. Now, there
are single parents, too, and that's a different sce-
nario—there are going to be different solutions
there. But some of the best solutions for getting the
father in the room, is through the mother.”

L
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National Early Childhood
Technical Assistance System
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