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ANGEL AID is hosting an annual Rare Mothers Wellness Retreat
from January 21 - March 6, 2022.

We see you. We recognize the way that you are constantly being
pulled in many directions, being asked to give all of yourself to
others. We understand you. We know the toll that being a rare
disease caregiver places on your heart, mind, body and soul.
Join us for M.O.R.E, an intimate retreat for Rare Mothers. Cultivate
relief for the mind and body. Connect, transform, and rebuild from
the inside out.

M.O.R.E is a virtual retreat guided by professional clinicians and self-
care experts, curated especially for Rare Mothers ~ for you. It is a
blend of real-world products and virtual experiences. You will
receive luxurious self-care items that will be incorporated
throughout the workshop. You will gain experience, education and
empowerment to help you reconnect with yourself and refresh your
soul.

For our tips & tricks this newsletter, we are
focusing on tools to help kids learn the sucking
skill.  

Sonya's story: 
Sonya is learning how to use a straw. It seems
to help with the liquid not going down the
wrong tube because she isn’t tilting her head
back. Her feeding therapist used a honey bear
with a piece of plumbing tubing for the straw.
It is supposed to work where you can squeeze
the bear and some water comes up the straw
to show her how it works. She caught on right
away, and it’s been helping with getting her to
close her lips more, and hopefully that will
help with her eating too.

Logan's story:
Recently, our feeding therapist recommended
we start trialing some sippy cups to help Logan
with thin liquids. Most of the ones I could find
had large openings, which meant the liquids
flowed too quickly. Finally, I found the Dr.
Brown's Sippy Straw Cup with Silicon Handles.
He loved the soft silicon straw, and the
handles helped him learn to bring it to his
mouth on his own. We love it and would highly
recommend!  

You can find the Honey Bear and the 
Dr. Brown's Sippy Cup on Amazon! 

Tips & tricks
W R I T T E N  B Y  A R Y A N A  T A T U M  &  M E L  S A B I N

ANGEL AID provides mental health and wellness services to rare families through
sustainable psychosocial training, transformative retreats, and a connective

caregiver-to-caregiver multilingual network. 
ANGEL AID believes in uplifting rare families by caring for the caregivers,

particularly Rare Mothers™ who are the primary caregiver 82% of the time.



To find more please visit their website. 
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admiration for Sandy grew.  I learned Sandy
did not choose to be this way but that God
made her in His own special form.  When I was
in eighth grade, working towards my
confirmation, I was required to preform
community service.  I choose to work at my
church as an aid to the faith formation
instructor for the special needs children’s
class.  Sandy, of course, was in this group.  I
learned a great deal through this program. 
 There are many spectrums of special needs,
and all are uniquely special and blessed as
God’s children.  One of the priests at the
church had a love for the special needs
program and wanted to expand it.  He started a
weekly social for teenagers with special needs.  
He asked for volunteers to assist with his new
program.  As I had already been working with
most of these children, I offered to help.  This
is where I truly began to build my bond with
Sandy, that no one to this day can penetrate.

As a young teenager, my parents looked to me
to look after Sandy once again.  Her school
offered a summer camp program, which Sandy
attended each day throughout the summer. 
 On Wednesdays, they would take all the
campers to Loyola College’s indoor swimming
pool.  The Baltimore Colts football team
worked out there and would volunteer to help
the campers who could not swim.  If they were
not able to assist on a particular day, the
camper was required to have a swim buddy, or
they could not attend.   

Continued on the next page.

My name is Sharon Barnes Demczak. I am 54 years old and the fourth
oldest of nine children.  I have been with my husband, Jim, for 33
years and have been married to him for 27 years.  We have two
children, a son, 19, and a daughter, 17.  My oldest sibling, Sandy, is
60 and has Cri du Chat.  I have two brothers who are older than me;
one is 58 and the other is 56.  I have another sister who is 50 years
old, then another brother who is 48.  The youngest three siblings
were adopted at their births; two sisters, one is 42, the other is 41,
and a brother who is 34 years old.  

Growing up with a sister with special needs was not always easy.  I
was looked to as the “oldest” daughter quite often.  I shared my
room with Sandy, took on the role of her playmate, and was often
required to look after her when we traveled.  When the family would
vacation, it was typically my responsibility to watch after her
because she tended to wander off.  When I was younger, I felt as if
she was a burden that I always got stuck with. 

As a child, I was often embarrassed by Sandy.  Sandy tended to draw
attention to herself wherever she went.  Her voice was loud, and her
claps were even louder.  It was difficult for me to understand her
behavior and even more difficult for me to understand a stranger’s
reaction to her behavior.  Wherever we went, people stared.  There
were times growing up that I resented Sandy for having special
needs. I wanted an older sister, and I had one, but not one I could
talk to or who could give me advise or guidance. 

I did not like having friends over to my house.  I was often afraid of
how they would react to Sandy.  Once a classmate did come to my
home; we were maybe 9 or 10 years old.  I remember Sandy coming
up to her and giving her a big hug.  My friend screamed, ran to the
bathroom, and locked the door.  She refused to come out until her
mom came to get her.  The neighborhood kids, mostly boys, loved
Sandy though.  She was just another kid in the mix in their eyes.

The older I became, the more my resentment dissipated, and my 

A sibling's perspective
W R I T T E N  B Y  S H A R O N  D E M C Z A K  
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That’s where I came in.  After all, it was summertime.  What else did I
have to do? I enjoyed those Wednesday trips to the pool so much,
that I became a full-time camp aid.  Every summer after that, Sandy
and I would go to camp together.  

The older I became, the more I wanted to spend time with her.  I took
Sandy everywhere.  We went shopping, to the zoo, bowling, the
movies, and even to the bars dancing, after I turned 21.  I did not
care one bit what anyone thought or said.  We loved being together
and having fun. And to me, that was all that mattered.  I learned that
that one friend of mine who rejected Sandy, so long ago, was the
exception to the rule and not how most people behaved. 

When I started dating, it was without exception, that the guy
embraced Sandy.  I was not going to stop including her in my life just
because a boy felt awkward; gratefully none did.  They each grew to 

love Sandy just as we all did.

I knew Jim, my husband, was the “one” very
early on in our relationship. One of our
strongest connections was our similarities in
our family life. My cousin was deaf; his sister
was deaf. My sister had special needs; his
cousin had special needs. He loved spending
time with Sandy. We would take her on trips
with us, take her to baseball or football games
or whatever she wanted to do. Sandy adores
Jim, and Jim adores her.

My children have been raised knowing the
strong bond and love that I have for Sandy.
They have seen how I treat her, how their Dad
treats her, and have always been encouraged
to ask questions and to speak their minds. 

I have been a participant in the 5p- Society
conferences for nearly 20 years and was a host
family when it was held in San Antonio a few
years ago. 

To say that caring for Sandy has been my
calling from God is an understatement. I love
being an advocate for Sandy as well as an
advocate for anyone who has special needs.
Awareness and education are the keys to
making this world a better place for everyone. I
feel I am now being called to help the newer,
younger siblings navigate their own journeys,
good or bad, as they grow up with a sibling
with special needs. 

At the 2021 Annual Conference, we announced our
2021 5p- Society Hall of Famers. Congratulations!
To nominate candidates for the 2022 Hall of Fame,
please email Laura Castillo. 

Melissa sabin

Parent of the year

Gloria Griffin

GrandParent of the year

James chalmers

Superhero of the year

Kaila hoffman

sibling of the year

mailto:director@fivepminus.org
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He made it a point to ASK her if she wanted to
play, got on her level, and let her go back to
the bench anytime she was done. Practices let
her shine and show off her actual skills. 

In the end, the season was a success for Cinnia.
She was awarded best effort on her team, she
only has good things to say about being a
“soccer team athlete,” and we got to see her
enjoy an activity with her peers, on her terms. 
Sadly, she will not be eligible to “play down”
the next season, so the cleats and shin guards
will be retired until she is old enough to
participate in the all ability programs in our
area. BUT we are looking forward to trying an
all ability cheer program at a local gym.

We will always seek to have Cinnia involved in
activities as long as she has an interest, but the
reality is at 6 years old, she is already at the
mercy of coaches who don’t mind losing to let
kids play, or we have to find a dedicated all
ability group which does not give her the same
experience as her peers. 

When Cinnia was diagnosed, our lives were already fully engulfed in
therapy and specialist visits, so despite already being a toddler, we hadn’t
even begun to approach the idea of activities and sports.  The next year or
so continued to move along with our busy schedule doing therapy basically
every day and adding in special needs preschool.  And then Cinnia turned 4,
therapy slowed down a little, and she began to express an interest in
dance, so we tried. We are blessed to know a very welcoming program and
signed up. While Cinnia lasted the entire school year, there were many
unpredictable ups and downs, and ultimately it ended in her refusing to go
near the stage during the recital despite all our best efforts to let her
explore and acclimate before it was stage time.  After dance, Cinnia was
again not interested in activities for a while, and just when she began
exploring again, Covid restrictions halted EVERYTHING!

Cinnia recently entered kindergarten and has shown a consistent love for
kicking a soccer ball around. We searched high and low for an all abilities
type program with no luck. Eventually, the decision was made to register in
the local “recreational” league for the fall season.  Jason and I had a lot of
excitement and nervousness about this, but we pressed on. The night of the
first practice was awful for us. Cinnia was confused and overstimulated
because this program does level practices not just team. The coaches
didn’t understand why she wasn’t listening, the teen helpers were
disinterested, and the other kids her age had ZERO interest in her. It was
also quite obvious that these kids were only recreational because they were
too young for the travel league. This level was definitely NOT all ability
friendly.

After a few emails and even social media comments, I was able to discuss
my concerns with a board member who then offered to allow her to play
down a year. This was a big choice because it meant a new team and going
against our hopes of being with her peers. Jason and I decided to give it a
try before giving up completely because at that point Cinnia did not want
to go back. We talked to her for the entire week about a new team, calmer
practice, and small field.  Despite a comforting phone call with the new
coach, we arrived at practice week 2 very anxious.  Quickly we found the
difference to be night and day. Our new coach took time to redirect Cinnia,
let her explore drills her own way, and gave her lots of encouragement. We
left practice with a new outlook and an excited Cinnia!

The season continued to challenge her, and there were tears shed, some
refusal, but overall a lot of happiness and participation. Her coach
continued to value her and allow her to play as much as she tolerated,
despite never touching the ball during a game and her occasional sideline
meltdowns. 

Tutus, traps, and tucks: 
Our journey finding accessible recreation  

W R I T T E N  B Y  H E A T H E R  M E Z A  
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Most people think of "transition" as preparing for life after school. It
is, but for our kids, it starts way earlier. Transitions by definition are
the process or a period of changing from one state or condition to
another. For individuals with Intellectual Disabilities, transition (or
any change) is often traumatic. For individuals with 5p deletions,
transitions occur in: Early Childhood, Kindergarten, School to Adult
Life, or even from one room to the next.
 
There are many books written about transition, but for this article,
let me try to just pose the questions you need to consider as you
help your loved one become the best and happiest they can be. Let’s
talk about the “w”s.  Who: will they live with, have for friends,
depend on for support, and most importantly, who will they be?
(Back to that later). What: will they do for fun or meaningful
activities (how will they spend their days), what resources will they
have (family, friends, monetary, or other things)? Where: will all of
this occur and when?

I prepared teachers to work with students with disabilities for about
20 years. If I had to break down the most important thing I taught, it
would be to assist individuals in being as independent as possible.
Shoot for total independence and provide the supports they need to
get as close as you can. I have also been the dad to someone with
disabilities for over 30 years and have to admit that I have often
failed in that.  I could spend a lot of time talking about the reasons
for that, but the important point is to be aware that as a parent it is
easy to not let your child be as independent as they can be.  

Keep independence in mind as you go through
this process—it will greatly impact their future. 

The Transition Process on paper is really quite
simple: Identify Interest, Set Goals, and Take
Action to achieve those goals. Then
periodically review how it is going, adjust as
necessary (remember life happens and can
throw a monkey wrench in those plans), be
flexible, review again, and revise when
necessary. Like I said, it’s simple on paper.
Preparation for transitions begins with an
understanding of the individual and setting
goals that are realistic. Remember the old
adage: “Failing to plan is planning to fail."

There are several programs/strategies that are
available to help with this process. Some I am
aware of are: Person Centered Planning, Circle
of Friends, Futures Planning, and Making
Actions Plans. Whichever method you choose,
being it one of these or something else, the
important thing is to include as many people
who are part of your child’s life as you can in
the process, for example, siblings, other family
members, teachers, friends, and any other
relevant professional. If you can find someone
trained as a facilitator in this process, that
would be great. A facilitator can help to ensure
that everyone’s input is included and will help
the team come up with a plan. They also let
you stand back and be part of the team. As a
parent you can do the planning yourself, but
the input from others can be very helpful and
often offers options you may not have
considered. The bottom line is, of course, in
the end you are still in charge. For those who
are, shall I say, very controlling, it can be a
challenge to let go, and a facilitator can make
this a little easier. 
Continued on next page.

Transition: Some things to
consider 
W R I T T E N  B Y  D E N N I S  C A M P B E L L  



So to recap, the important pieces are to promote independence, get
input from multiple people familiar with the individual, be open
minded, and develop at least the beginnings of a plan. Before or
during this process, you should explore what the local options are
for adults with disabilities. For example, agencies that work with
adults with disabilities, living options in your area, and government
resources that are available.  Things that should be included get
back to those “w”s. Who is the individual?  If they have a 5p deletion,
they probably have communication issues, some behavioral
concerns, can be lazy, but also understand a lot more than you think,
and have the ability to manipulate people to get what they want
(this can be an asset). They are also very social and can adapt to new
environments but may need some help with that. Remember to think
about who they are currently and who they become. Although you
can’t predict this, you can make sure you understand their strengths
and challenges. By doing that you can help them learn to increase
those areas of strengths and make those more challenging areas less
of an issue. If their manipulating helps them become more
independent, great; if it keeps them from doing for themselves, not
so great. The key is to gather as much information as you can as you
plan. Good decisions are based on good information. Over the years I
have talked with parents who said, "If we only knew about
something, we would have made a different choice." I always remind
them that they chose based on the information they had at the time.
If you are thorough in gathering that information (data), and choose
based on that, you can be comfortable that you did your best.

One way to make transitions smoother is a process where you teach
to the next environment. Take them to the new school, classroom or
program, visit a group home, or an adult program. Talk about what is
going to be different and also how great it is going to be. Boost those
expectations. All the way through school remember academics are
important, but to be able to function as independently as possible
when they leave school should never be forgotten in your IEP’s. Little
is known specifically about outcomes for students with 5p deletions.
Just like there is a spectrum of abilities with the syndrome, the
opportunities available in adulthood are also a spectrum. So, let’s
move on to "what." What should include how they will spend their
days and with whom. Options again are a spectrum; they can go from
competitive employment, supported employment, workshops, or
day activities. Again, shoot for the most independent of those
options for your child. In that way you can be comfortable that you
gave them the best shot you could. 

All of these should be considered as part of IEP’s in school. There are
training opportunities also after high school. Recently, college
programs have been developed for individuals with disabilities
primarily through the Think College network. Other programs are run
through agencies like the ARC and Independent Living Centers. 

Again, get to know what is available in your
area. Many are provided through Medicaid.
Your child should be eligible for Medicaid.
When they turn 18, Medicaid is based on their
resources not yours. They also should qualify
for Social Security. Apply just before they
reach 18 for Social Security, and they will in
turn refer you to Medicaid.  

That "what" entails where they will spend their
day. But also, you need to consider where they
will live. Many, if not most, individuals with 5p-
will live longer than their parents. So,
considerations for where they will live should
be part of the planning.  Options could include
at first with parents (we don’t want to let go),
but after that it could be with other family
members, friends, in an apartment by
themselves or an apartment with support from
an agency, a group home, or other
independent living environment. When that
move or transition comes into play should be
considered. There are many adults with
disabilities living with elderly adult parents.
Obviously, the parents’ ability to provide care
is a consideration. One thing that many
families don’t always take into consideration is
when a parent passes away, their child not
only has to deal with that loss, but may require
that they move to a new environment, creating
a double whammy of loss.

As you consider where they will live, also think
about things like taking care of a household.
Can they prepare their own meals? Can they
follow directions and microwave or heat
already prepared meals? Let them be as
independent as possible. How will they get
around? Can they use public transportation?
Will someone take them where they need to
go, or will they pay a ride share company like
Uber or Lyft? Are they able to protect
themselves and be safe? What about friends
and even a special friend? As an adult they
have the right (and ability) to have a sexual
relationship. You want them to be happy but
not be exploited. 

Continued on next page. 
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If you are not familiar with the term, this is called Self-
determination, being able to make choices for yourself that you
consider important and meet your values. Teaching self-advocacy
skills are also important.

How will they manage money and resources? If they are receiving
benefits like Social Security and Medicaid, there are income and
asset limits. Look into Special Needs Trusts, the Able Act, or similar
programs. Make sure family members are also aware of these.
Grandma or Aunt Sally may have their hearts in the right place in
leaving your child an inheritance, but if it isn’t protected by a trust of
some sort, those assets will cause them to maybe lose benefits. The
5p Minus Society has that information available. Finally, when they
turn 18 in most states, they are legally an adult. 

Each state has a developmental disabilities council and a protection
and advocacy agency. To find resources in your state, a good place
to start is the Administration on Disabilities, the federal agency that
supports many programs.

So, in closing, this is just a rough overview of the process. My intent
was to get folks thinking—long term for those of you with younger
kids, and for those of us already there, perhaps some things you
hadn’t considered. Just remember, planning and setting goals are a
good thing. Even if at the last-minute life gets in the way and you
have to change course, you will be more ready to revise and again
review. 
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Build in as much routine as possible.
Even with all the COVID craziness and
everyone being cramped together all the
time, find ways to make it feel like you are
"getting up" and then "coming home."
Maybe that is scheduling activities or time
spent in specific rooms in each day. Maybe
it's scheduling in breaks or fun time.
Schedule time for self care. I love doing
face masks on Sundays or going to get a
manicure. 
Start a new tradition. Logan and I do PJ
Sundays. We even go shopping in our
jammies. Less laundry for me and just that
little bit of laziness makes it seem like
we're taking a mini vacation.
Do something once a week to give your
mind a break. Maybe it's drowning out
everything and everyone blasting music. Or
reading a book for 20 minutes. Personally, I
listen to podcasts or turn on Netflix. 
Give yourself permission to rant and
rave. Sometimes you just have to let it out.
Don't be mean; that will just make you feel
worse. Definitely voice your frustrations
and—pro tip—come with a suggestion that
could relieve the issue.

Hello 2022! We are all still dealing with a global
pandemic, disruptions to schedules, and the
ability to socialize and get involved in
activities outside the house. Most of us are also
juggling jobs, relationships, and errands, all on
top of having children or family members with
special needs. 

So this is a reminder to take a deep breath and
incorporate a few ways to make your life easier  
and better in 2022. Here are some tips to
manage stress better this year:

Here's to less stress in 2022! 

Managing stress
in 2022
W R I T T E N  B Y  M E L  S A B I N

When purchasing items on Amazon, make sure you go to
AmazonSmile at https:// smile.amazon.com/ and choose to support
5p- Society (Lakewood). The 5p- Society gets a small % of what you
purchase. Every little bit counts, and we are grateful to you for your

participation. 

S H O P  F O R  Y O U R  5 P -  I T E M S  B E L O W  A T
H T T P : / / F I V E P M I N U S . O R G / S H O P /  

Shop on CafePress Shop on SquareUp 

https://acl.gov/about-acl/administration-disabilities
http://smile.amazon.com/ch/48-1022202
http://fivepminus.org/shop/
http://fivepminus.org/shop/
https://www.cafepress.com/5pshop
https://www.cafepress.com/5pshop
https://5p-society.square.site/
https://5p-society.square.site/
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When I first received Jordan’s diagnosis ten years ago, I looked up
every book I could find about raising a child with special needs. As
an English teacher, words were how I made meaning of the world
around me. I found some books—many that provided strategies
about how to raise a child with a disability; however, I wasn’t as
interested in learning more tips. My home was already a rotating
door of therapies. I didn’t need to know more about the logistics of
how to get her into the grocery store; I wanted to read how people
felt trying to do it. I wanted to connect to the other caregivers who
needed to talk about what no one saw—what was it really like below
the surface to raise a child with a rare disability?
 
I felt isolated. Tired. And a manicure wasn’t going to cut it. I needed
more of a community. When I discovered the 5p- Society, I
immediately connected to people that understood my story and
could help me more than the doctors. Through our shared
storytelling, I not only learned how to connect my child more to the
world around me, but also to navigate through my own
understanding of her diagnosis.  

One day, after a long day of teaching, I decided to take the advice I
share with my ninth graders. Tony Morrison writes, “If there's a book
that you want to read, but it hasn't been written yet, then you must
write it.” So, I sat down and started to write the book that I needed
to read. 

About nine years later, Loving You Big was born. It is the book that
helped me to understand how to balance the joys and sorrows of
raising Jordan and her twin brothers. Without understanding why, I
hoped I could love the disability out of Jordan. That with enough
resourcefulness I could discover the right experts to help her find her
way in the world. However, through writing, I learned there was
nothing about Jordan that needed to be changed. It was the world
that needed to be different. People are able to see their own
experiences in print and share them with a loved one to explain what
it feels like for a day to walk in our shoes. I hope readers will find
validation in their own struggles, experiences, and questions and
recognize they are a part of a larger community. That by reading my
story, they will feel less alone in theirs. 

Loving You Big can be purchased at Amazon,
Barnes and Nobles, Target, local bookstores,
or anywhere online where books are sold. Also,
you can visit www.lovingyoubig.com to
download a free PDF of the book club guide or
to sign yourself up for the Spotlight Series—
dedicating to celebrating the stories of other
families.

"Loving You Big" just
released
W R I T T E N  B Y  L E A H  W I T M A N  M O O R E


