Family Newsletter
Supporting Families to be Families First

From the Editor
After a year-long maternity leave, I am thrilled to be back at
NBACL. I have a renewed passion to support families and a
weekend retreat with several families has kept that spark
alive.
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I had the opportunity to attend a retreat-style workshop,
Values, Vision and Action, hosted by the Canadian
Association for Community Living (CACL) in collaboration
with the Saint John Association for Community Living
(SJACL). During the workshop, we looked at the history and
values of the Community Living movement. From there we
then discussed a shared vision of a good life for our family
members. Based on this shared vision, we developed action plans to help overcome
any barriers that we may face in achieving that good life. I remain inspired by the
experience and the positive impact the Values, Vision and Action Family Retreat had
on so many families.
Here is some feedback we received from parents who participated in the retreat:
“Completed a weekend retreat away in seclusion (Ahhh) with other parents who
have disabled children, put on by NBACL (Community Living movement). What an
invaluable experience. Bonding, sharing stories, getting information about new
options for people with disabilities. Nothing more motivational than an organization
that truly invests in families and in working towards social change, with families as
the driving force. Feeling refreshed and supported and a little bit of spark back, which
is an incredible feeling. Optimistic about planning for [my son’s] future... .and...I'm
hoping for the continued support and involvement of loved ones in that process.”
“It is amazing how 48 hours can change a person's life. We are grateful for the
connections we made this past weekend. It really does take a "community" to raise a
child. We feel we may finally be on a path to having a functional, family home. Huge,
huge thank you to [NBACL staff]….Things will not change overnight. However we feel
hopeful. We have a game plan, and a team to cheer us on.”

A Parent’s Perspective
By Irma Penner
I’m a parent of 2 daughters, and a grandmother of 4; our grandchildren range in age from 15 years to 25. Our
younger daughter, Yvonne, just turned 44. She has a condition called Rett Syndrome, and requires 24/7 support.
Throughout Yvonne’s life, in Newfoundland and New Brunswick, we have advocated, along with other parents and
with the support and guidance of the Association for Community Living, for community supports and inclusion in
all aspects of daily life.
As an adult, Yvonne spends her day with a trusted companion—out in the community, every day. They always find
something meaningful do: walking; shopping; delivering towels and blankets to the SPCA; delivering clothing and
linens to a local church, and socializing with the group who hang up the items; sitting in on a class at Saint Thomas
University; attending community functions; and so on.
Yvonne continues to live at home with us, though we are in the process—with the support of NBACL—arranging
for Yvonne to live in the main part of our house—her home—with a trusted companion (s). We just need to find
the right person, or couple, and then Peter and I will live downstairs, which has been renovated to meet our
needs; but we will still be involved by providing relief support. Yvonne will also continue to travel with us on
Sundays to Petitcodiac, to attend church where she is a valued member.
Yvonne has a Personal Support Network, facilitated by NBACL. This group of people (family and friends) is a united
and strong advocacy group supporting Yvonne so she can maintain a good quality of life. This group meets 2 or 3
times a year, and brings ideas, perspective, affirmation and encouragement—and give us, as parents, a sense of
“security” or “peace” as we prepare to pass our responsibility over to someone younger.
I am a part of the SUN group, and last October (2014), I, along with 13 senior parents, participated in the “Network
of Supports” focus group meeting. This group came up with an extensive list of factors for “possible isolation that
seniors may experience.”
On my drive home from this meeting, I realized that the words “feeling guilty” had not been expressed; yet, that is
a huge factor. So often I have felt “guilty” when I would take time for myself! Never mind thinking of leaving the
house for “fun” events, I have often felt guilty picking up a book for personal reading! Why? Because I would find
myself thinking: “Oh, I need to hem Yvonne’s new jeans; or, I need to phone her companion about…; or, I need to
work out the pay; or, I need to call the parents about a meeting…; and so it goes. My mind is always active on
something “that needs to be done” related to our daughter Yvonne.
In fact, this is the reality of every parent, in our SUN group. At the focus group meeting, one parent stated,
“Outside of the SUN group—there is a lack of comprehension of what (we) parents face.” Another parent said,
“Care-giving responsibilities are always there.” Still another spoke to “exhaustion in finding and training new
support people.” Another added, “Sometimes it’s easier to stay at home and do it all yourself.” That session
ended, by one parent summing it up: “The bottom line is that we love our son or daughter, just like we love our
other children—but this is not understood by many people—even within the family.”
And so, even in our retirement years, our lives remain focused “on the care” for our son or daughter who lives
with a disability.
For myself, though, I am coming to realize that it IS important to take time for myself—and not to feel guilty about
it. Still, when things always need to be done, and I’ve been in such a pattern for so many years—it’s hard to break
out of that mold.

2

Yet, in September 2013, I made a start!
Through the SUN group facilitator, I learned
about a Writers Group—which was of real
interest to me (and my husband Peter), as we
were working on our respective family
history. We then attended that first 2-hour
session of this new Writer’s Group. We went
again the following month, and the next—but
each time we need to make arrangements for
our daughter’s companion to be with her 30
minutes longer that day. And, most of the
time, this is possible.
As I kept attending the Writer’s Group, I
realized how refreshing and energizing it is to
be involved in something different—of
personal interest—and be connected with
people with those same interests—
something totally unrelated to my day-to-day
responsibilities for our daughter.
Also, as our daughter has more opportunities to be out with a trusted companion—connected with others in the
community—I am so very happy for her! And this is another huge factor—when she has a “good life” it enables me to
think about involvement in the community for myself. And, as our daughter has opportunities to spend overnights
with her trusted companion, we are also more able to attend functions of our grandchildren who live a 2-hour drive
from Fredericton.
The SUN group recently had a guest speaker who informed the group about a “Resource Directory for Adults 50+.”
This is a valuable tool, to inform us of what is available in our community. Two parents from SUN have now joined
“Women’s Gentle Fitness” for fitness and fun! Other parents are looking into other activities.
When our son or daughter receives adequate support, it is then possible, for us as parents, to participate in activities
ourselves. And being inter-connected with people in the community is so very important—for every senior parent—
to live an enriched and healthy life.

Did You Know?
Did you know that NBACL is currently working on a project in the greater Fredericton area called Senior to Senior:
Personal Support Networks for Senior Parents of Children with a Disability? Through this project we are supporting
senior parents to build and maintain stronger social support networks. If you (or someone you know) would be
interested in developing or enhancing opportunities for community involvement or companionship, please contact
Julia McCluskey, Family Support Facilitator for the Fredericton region familyfredfamille@nbacl.nb.ca or
(506)-453-4416.
We also have a new resource, Enhancing Social Support Networks: A Guide for Senior Parents of Sons and Daughters
with a Disability. To request your free copy of this resource, please contact Julia.
*NBACL acknowledges the support of the Government of Canada’s New Horizons for Seniors Program
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Featured Family Support Facilitators
Julia McCluskey joined the staff at NBACL in April, 2015. She’s the Family Support
Facilitator in the Fredericton office, and she supports individuals with intellectual
disabilities and their families, which she does in partnership with the Fredericton
Association for Community Living.
Favorite Movie – Forrest Gump; I love his story and it’s neat to see so many
historical milestones in one movie!
Favorite food – Pepperoni pizza and garlic fingers. Yummmm
Favorite Vacation – I visited Shanghai on Chinese New Year in 2012 which was a
lot of fun!
Pets – Igor, my fourteen-pound cat I adopted from the Fredericton SPCA. He’s
the king of the household!

Julia McCluskey Fredericton Family Support Facilitator

What I Do For Fun – I like to travel and visit with family and friends on my free time. I recently got a “new-to-me”
bike which is allowing me to take advantage of Fredericton’s beautiful trails!
Why I love working at NBACL – I love that my job allows me to work with like-minded folks who strive to make a
difference in their community, and I really enjoy building relationships with individuals and families who come from
all walks of life.
___________________________________________________________________________________________________________

Danica Doucet joined the staff at NBACL in September 2015. She is the Provincial
Family Support Facilitator.
Favorite Movie – I'd have to say my all time favourite movie is the Hunger Games,
but I also love comedies.
Favorite food – Samosas (and coffee). It’s the best!
Favorite Vacation – I’ve been to the Mayan Riviera in Mexico twice. I would go
back in a heartbeat!
Pets – I’ve never had a pet but if I did I would have a Boston Terriers; they are so
cute, funny and expressive.
What I Do For Fun – Anything relating to the sea and the beach, Netflix, Zumba
and reading.

Danica Doucet Provincial Family Support Facilitator

Why I love working at NBACL – I’m super excited to join the NBACL team! I have so much respect for the mission
and the values that the NBACL promotes. I’m also very grateful I will get to help families and individuals! I love how
NBACL focuses on personal development and training / giving employees all the tools they need to succeed.
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Featured Family Support Facilitators
Cynthia Kane joined the staff at NBACL in April 2015. She’s the Family Support
Facilitator in the Saint John area and works full-time supporting families, thanks
to a joint partnership with the Saint John Association for Community Living.
Favorite Movie – Pretty Woman

Favorite food – Pasta

Favorite Vacation – Paris, France
Pets – None at the moment but I love dogs
What I Do For Fun – Spend time with family and friends, I also enjoy being
active outside
Why I love working at NBACL – In my short time at NBACL I have met
wonderful families and look forward to being able to continue to serve
individuals in the Saint John region. I enjoy working with families, meeting new
people and making a positive impact in my community.

Cynthia Kane- Saint John Family Support Facilitator

Enhanced Universal Child Care Benefit
Effective January 1, 2015, the federal government has introduced an enhanced Universal Child Care Benefit (UCCB).
Prior to this change, parents/guardians would receive a monthly benefit of $100 for each child under the age of 6,
regardless of their income level. With the new changes, parents/guardians will receive a monthly benefit of $160 for
each child under the age of 6, and a monthly benefit of $60 for each child age 6-17. Although this update was made
effective January 1, monthly payments were adjusted starting in July 2015. Families will receive a retroactive payment
for January-June during the month of July. For families who currently receive the UCCB or the Canada Child Tax
Benefit, this change will be automatic.
If your family is not currently receiving the UCCB, has never received the UCCB, or has never applied for the Canada
Child Tax Benefit and you still have children under 18 in your home, you can apply online by visiting
http://www.cra-arc.gc.ca/E/pbg/tf/rc66/README.html?tm_campaign=UCCB&utm_source=bttn&utm_medium=web
If you would like assistance with applying for this benefit, please contact one of our Family Support Facilitators. It is
estimated that 200,000 families in Canada have not yet registered for this benefit, so please help us spread the word!
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Financial and Estate Planning
As Family Support Facilitators we often get asked questions about financial and estate planning. While we are
not experts, we are continually learning. This is what we have learned recently:

Wills
We regularly speak with parents about the importance of having a will, but we don’t often talk about wills for
people we support who have an intellectual disability.
Did you know that there are no beneficiary designations on a Registered Disability Savings Plan (RDSP)? What
does that mean? If your son or daughter has an RDSP and they pass away, the money that is in the RDSP will
become part of their estate. If your son or daughter is able to demonstrate an understanding of a basic will
(I own XYZ, when I die I want it to go to ABC), we would encourage you to help them with a will. If they are not
able to understand, they are not able to have a will, and upon their passing your family would need to file an
application to the provincial probate court to administer an estate without a will. The province would go through
a list of next of kin (spouse, children, parents, siblings, etc.) and disburse their estate, including the RDSP.

Henson Trusts
A “Henson” trust, or an absolute discretionary trust, is a trust that gives trustees full and complete discretion to
decide if, when and how to use the trust for the beneficiary. Under this kind of trust, trustees have no specific
obligations and cannot be forced to pay the income or capital beneficiary. A Henson trust ends up on the death
of the beneficiary. It is important for you to designate in your own will what will happen to any remaining funds
in the Henson trust upon the beneficiary’s passing, as it goes back into your estate (it does not roll in to the
beneficiary’s estate).

Ken Pike, Director of Social Policy at NBACL,
will be facilitating a workshop on Financial and
Estate Planning on September 16th at 6:30pm.
The ‘live’ session will be held in Saint John, with
Bathurst, Fredericton and Moncton offices
participating by video feed.
If you would like to participate, please contact one
of our Family Support Facilitators.
You can call toll free at 1-866-622-2548 or email
Rebecca Pilson at rpilson@nbacl.nb.ca.
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The Family Support Team


Danica Doucet, Family Support Facilitator (Provincial)
FamilyProvfamille@nbacl.nb.ca



Julia McCluskey, Family Support Facilitator (Fredericton)
familyfredfamille@nbacl.nb.ca



(506) 856-2318

(506) 453-4416

Cynthia Kane, Family Support Facilitator (Saint John)
familySJfamille@nbacl.nb.ca

(506) 658-5363

This Family Newsletter is produced by NBACL’s Family Support Program. Please let us know what you
would like to see featured in the Family Newsletter. We would love to share your story!

NBACL Family Facebook Group
Did you know that NBACL has a Facebook Group
dedicated specifically to connecting families from
around the province? The group provides an online
forum for parents to share stories, ask questions and
provide mutual support. It’s also a place to learn about
resources, information and events that may be valuable
to you and your family.
The group NBACL- Families United Network/L’ANBICRéseau des familles unies can be accessed at
http://on.fb.me/1BoigEU

Family Networks Survey
NBACL currently hosts Family Networks in Fredericton, Saint John and Moncton. These Family Networks
(Seniors United Network and Families United Network) meet monthly and members are connected to
information and to other families who may share similar experiences. We believe families support each other
and offer strength, stability, confidence and knowledge.
NBACL wants to ensure that we are meeting the needs of families, and providing the type of support and
information that families are seeking. We’ve developed this short survey to gather information in order to
improve our family networks. All information collected through the survey will be kept confidential. This
survey can be filled out online https://www.surveymonkey.com/r/sun-fun-eng, or to request a paper copy,
please contact one of our Family Support Facilitators.

NBACL-Families United Network
https://www.facebook.com/groups/350744245031433

www.facebook.com/nbacl
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https://twitter.com/nbacl

