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From the Editor 
The month of June is one of my favourite months of 

the year. For my family, June marks the start of 

camping season. Camping is something that many 

families enjoy, as it provides an escape from the 

busyness of everyday life. We spend time outside 

riding our bikes, playing on the playground, building 

sandcastles, swimming and taking long walks and 

making memories together.  
For my son, who has been recently diagnosed as being on the Autism 

Spectrum, camping provides him endless opportunities for sensory 

exploration.  

Feeling the sun on his face, the dewy grass between his toes, hearing the 

birds chirp, and of course, playing in the dirt. These experiences provide him 

with a sense of familiarity as he is slowly pushed beyond the comfort of his 

‘home routine’. Camping introduces him to new sights, sounds, smells and 

tastes-the campfire is a great way to unwind at the end of the day and sing 

some new songs and try some ooey gooey snacks! Have you tried banana 

boats? They are a family favourite (I will post the recipe on the NBACL 

Families United Facebook page-check it out!). 

Supporting Families to be Families First 
Carolann Edwards 
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In this issue, you will hear stories of one family’s challenge and another 

family’s achievement. We discuss Article 25 of the UN Convention, learn about 

upcoming changes to the Disability Support Program and learn of an inclusive 

outdoor activity for families.   

We hope you enjoy this edition of our newsletter and as always we encourage 

you to submit stories or ideas for future articles.   

The UN Convention and You 
This month we focus on Article 25 of the UN Convention on the Rights of Persons with Disabilities.  Article 25 

states that countries recognise that all people with disabilities have the same right to quality health care, 

without discrimination because of disability.  
 

Countries will make sure that health and health-related rehabilitation services are available, including:  
 Making sure that people with disabilities get the same variety, quality and standard of free and affordable 

health care as other people;  

 Making sure that people with disabilities can get services they need because of their disability and to 

protect them from further disability;  

 Having health services in people’s own communities;  

 Insisting that health workers give the same quality care to people with disabilities as to others, for 

example, only if the person agrees and has been told about their rights—achieved through trainings and 

by making ethical standards for health care;  

 Stopping discrimination against people with disabilities when it comes to health insurance and life 

insurance, and making sure that such insurance is provided fairly;   

 Making sure that people with disabilities will not be discriminated against and denied health care or health 

services or food and fluids because of their disability. 

It is important that you know your rights and responsibilities when it comes to your health and the decisions 
made around your health care.   

It is also important that you become confident about your rights and are able to advocate for what you want 
and need. The New Brunswick Health Bill of Rights and Responsibility states that as an individual you have the 
right to: 
 Access healthcare in a dignified manner 

 Be recognized as a person first 

 Have your concerns listened to and taken seriously 

 Accessible health care services 

 Information you need to make a decision about your treatment options 

 A second opinion 

 A support person of your choice to assist you in making decisions about your healthcare and treatment 
options 
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 Refuse any medications or surgery 
 Know about the side effects of medications and other 

treatments 
 Healthcare that is linguistically and culturally sensitive 
 Choose alternate therapies  
 Use an advocate of your choice to help me meet my 

healthcare needs 
 Be recognized as a sexual being 
Should you have any questions or concerns regarding access to healthcare please contact your local Family 

Support Facilitator. 
 

Bumpy Road Ahead 
 
This story is written by a mother who is raising her 8 year old son with Autism and his 1 year old sister.  It’s a 

story of the challenges and barriers she has faced and is still facing while trying to access support and 

services for her son.  She hopes that her story will help others navigate the numerous service systems. 

“I began looking for services in 2009 when George was two years old. 

We waited a year before we were able to get an appointment with a 

Pediatrician. During that year, we were also able to retain services 

through Early Childhood Intervention (ECI) in the late fall. We were 

blessed to have her involved for three years, consistently every two 

weeks.   

When my son was three we met with a child psychologist who 

assessed George’s speech and hearing and administered three back to 

back days of evaluation. He was diagnosed with ADHD and 

Oppositional Defiance Disorder (ODD), but there was a slight chance he 

may also have Pervasive Development Disorder (PDD), it was 

recommended for the school to revaluate George when he began 

attending school.  She stated that because of George’s high test scores 

for his cognitive functioning, she didn’t feel he had PDD. I also learned 

that George could hear a decibel lower than children his age. No 

wonder the little guy was so easily overstimulated!   

I was increasingly becoming more and more overwhelmed with 

George’s behaviors, and unfortunately had little to no support. I 

needed to have a second opinion because it wasn’t good enough to say 

“I don’t ‘think’ he’s on the spectrum”.  

George was four years old and we were preparing for Kindergarten. I 

called and spoke with the district liaison for guiding parents into this 

new beginning and I explained our road thus far. She had taken notes while we chatted and when we 
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finished she asked me to get pen & paper and reiterated everything back to me that I had shared with her, 

and highlighted the things I needed to point out to the doctor.  

I armed myself with this information and carried it to the Pediatrician who sent off a referral to a child 

psychiatrist. It took approximately four months after the referral was sent to get an appointment. It was at 

that time the Psychiatrist expressed that his professional opinion George was on the autism spectrum. A 

referral was sent for occupational therapy (OT) based on a poor pencil grasp. We were also able to receive 

some help from OT for sensory issues. Unfortunately when George started school this service was closed, and 

a different referral was necessary. The school advised me that the waiting list was long and he would be in 

grade four before he could be seen to by extra mural OT!  

I fought the entire school year to maintain an intervention worker to stay with him in and out of class while at 

school because his behaviors were so disruptive to both himself and others. In one instance they did remove 

the interventionist for a week or so, without any advance notification, and replaced her with another worker. 

George’s emotional state completely deteriorated over the course of that week to the point he would come 

home in the afternoons off the bus crying. 

I learned about the New Brunswick Association for 

Community Living from a lady in the community, she 

talked about her daughter who is quite a bit older than 

George who had also been diagnosed with PDD. She had 

retained educational support from the Inclusive 

Education Program and had success. I didn’t know 

anything about the organization, but I was desperate to 

get support from anyone and reached out. It was at this 

point that Sherry Jonah, Education Coordinator and the 

local Family Support Facilitator became involved. 

George’s behavior quickly deteriorated at the beginning 

of Grade One from the desperate need of someone to 

help him emotionally regulate. The other students in the 

classroom became so afraid of him that they shared their 

feelings with their parents and grandparents. It didn’t 

take long for word to spread through such a small 

community. We continued to fight for services and at one 

point I paid out of my own pocket for the Hebert Centre 

to evaluate George both at home and school. After the 

Hebert assessment was completed, the 

recommendations that were put forward to the school were turned down as being impossible because it 

required one on one support to which they didn’t have.  

As a result of his behaviours George was reduced from full-time days to half days, and then eventually to one 

hour as he progressively got worse. By the time the District was convinced that George really needed the 

support, my son was exercising such extreme behaviors and threatening self-harm, that we had him admitted 

to the hospital, which was a six week stay. It was during this time that we applied for the Family Supports for 
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Children with Disability (FSCD) program with Social Development. 

Due to the challenges George faced in Grade One, we felt that he needed a fresh beginning at a different 

school. The new school administration has been great and they are the best school I could have asked to 

send my son to! The principal is amazing and a champion of inclusion! She has everyone on the same page 

so that all staff responds in the same, consistent way, right down to their custodians. This has made George 

feel so much more secure. I remember laughing out loud when the principal at the new school stated 

George wouldn’t be seen by OT before March that year. She didn’t understand my reaction, so I explained 

the difficulty we had in the past. I was so relieved to hear he would be seen in only a matter of months 

rather than years! NBACL’s Education Coordinator is still actively involved in supporting George’s educational 

needs and is part of a dynamic team that meets once a month to ensure his plan is on the right path. 

In the two years following my son’s hospitalization, we have sought to get Complex Case through Social 

Development’s program in order access ABA and counseling services. The school continues to work with us, 

and George is still attending school at a reduced schedule. We have had many school team meetings with 

school district reps, the school resource team, mental health (George’s 

psychiatrist) and Social Development where the subject of Complex Case was 

brought up. We are still trying to get someone to spearhead this initiative and 

begin the process.  

George’s behavior has severely declined once again due to a change in our 

family dynamic. I have attempted to retain services for counseling through 

Mental Health to help lead him through this traumatizing and confusing time, 

but we have been repeatedly told it’s not in Mental Health’s mandate to counsel 

children on the autism spectrum. George was once again admitted to the hospital where he stayed 2 weeks 

and upon release the hospital team stressed the importance of counselling.  

Just recently we have been approved for parent coaching in ABA through the FSCD program. We still don’t 

know how many hours of therapy, but they have approved this therapy for six months. The therapist 

assigned to George has also agreed to provide counselling to not only George but for myself as well. 

The violence towards others has escalated in the home so radically that I have removed George from my 

home to his father’s house until his behaviour improves or we have the necessary services we need. I have 

asked for an in home personal support worker through the FSCD program to be with George during his 

waking hours when he is not in school because the need has become so intense. This has not been approved 

because the department feels the therapy will be enough, and this must be tried first. NBACL continues to 

advocate for these necessary home supports and for access to mental health services.  

Every day, I miss my sweet boy. I miss having him here with me to cuddle and show affection. This saga of 

our lives is not over yet, but I hope we have an inspiring outcome to share a year from now!” 

Submitted by Jen Simoneau 

 

 

  

Our NBACL Journey 
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“Our 16 year old daughter has suffered lifelong from a variety of cognitive, mental and some physical 

impairments and health issues. I recognized early on that she would require extra resources, but local doctors 

and health practitioners insisted I was being overprotective.  She succeeded in life by working extra hard to 

compensate and having us advocate for her needs as much as possible. Unfortunately, as life became more 

demanding, her ability to cope was wavering. When our daughter was 14 years old we were finally able to 

get her into a pediatrician who recognized there was much more going on than a few extra struggles. After 

many exhaustive tests it was determined that she had a very rare genetic disorder that accounted for her 

expansive struggles and health issues. The schools did not know how to support this disorder, so luckily the 

doctor suggested we connect with the New Brunswick Association for Community Living. I wasn’t really sure 

how they could help, but after 14 years with no help I would take whatever I could. 

We had the very fortunate opportunity to be placed with the Transition to Work Coordinator, Andrea Randon. 

I have worked with a lot of service providers on both a personal and work basis and I have yet to work with 

someone as caring, supportive and comprehensive as Andrea. She is so committed to the individuals she 

supports and their families, giving her all to every task she undertakes. Having someone in 

our corner to advocate for us after all these years has lifted such a heavy burden from our 

shoulders. When Andrea tells you she will do a task, she goes above and beyond to find the 

best solutions available and always on time. She has made such a personal connection with 

our daughter and is so invested in seeing her succeed that I feel like she is family. 

Andrea has gone above and beyond supporting us through a very rough year. We struggled 

for months trying to connect with the Family Supports for Children with Disability (FSCD) program until 

Andrea connected us with Cynthia Kane in NBACL’s Family Support Program. Cynthia was able to find the 

right contacts for us to be integrated into the program. Both facilitators check in frequently to ensure that our 

needs are being met and things are consistently moving forward. After struggling for 14 years, feeling alone 

in the journey, it amazes me how much the New Brunswick Association for Community Living is able to 

provide to its clients. I will be forever grateful that such an association exists. A heartfelt thanks from our 

family.” 

Submitted by Anonymous  
 

The Disability Support Program 
This year the provincial government announced that it will introduce the option for individuals to self-
manage their own disability support funding through Social Development’s Disability Support Program (DSP). 

DSP is a provincial program offering disability supports to individuals between the ages of 19-64 who have a 

long term disability and an unmet need in the area of personal care and/or enhancing their independence 

and community involvement.  

The announcement of a self-managed option within the Disability Support Program is exciting as it provides 

the potential for greater independence, flexibility and control for individuals to choose the supports that are 

right for them. While the details of this new option are not yet clear, it may involve greater control for 

individuals to choose their own services and service providers. Individuals who choose this this option will 

receive direct funding to manage their own services. 

A similar option for service currently exists within Social Development’s Family Supports for Children with 
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Disabilities Program (FSCD). Other jurisdictions in Canada and around the world have already 

introduced self-managed options and have seen the benefits of this type of model. The self-
managed option through DSP is expected to become available within the next year and 

NBACL looks forward to providing information and resources for individuals and families as 

we learn more.  

Submitted by Rachel Mills, Manager of Independent Facilitation  

 

Family Time 
Spring is a great time to get outside and spend time together as a family.  Planting a garden is an excellent 

and educational activity that can be accommodated to include the whole family. Just think when your crops 

are ready for harvesting you can have fun planning and cooking a delicious meal together. The following 

information is just some of the suggestions that The Better Health Channel provides to help you create your 

family garden.  Full activity details can be found at:  
https://www.betterhealth.vic.gov.au/health/healthyliving/gardening-for-children   
 
Children learn from growing things 
People of all ages can enjoy gardening, but children in particular will have lots of fun and gain special 

benefits. Gardening is educational and develops new skills including: 
Responsibility          Understanding          Self-confidence           Love of nature      Discovery  
Physical activity       Cooperation              Creativity                      Nutrition  

 
Getting children interested in gardening 
Some suggestions to get children involved and interested in creating a garden include: 
 Keep it simple; 
 Give children their own garden space. You can start with a large container or a few pots; 
 Involve older children in the planning and design of the garden; 
 Use lightweight, easy-to-handle, correct-sized tools and garden equipment; 
 Encourage children to dig in the dirt. Younger children love making mud pies; 
 Grow interesting plants such as sunflowers, corn, pumpkins, tomatoes and 

strawberries; 
 Use a trellis or teepee to grow beans or sweet peas; 
 Plant flowers that attract butterflies, ladybirds and other interesting insects or 

birds; 
 Make a scarecrow; 
 Install a water feature such as a birdbath or a sundial; 
 Set up a worm farm; 
 Visit community gardens, children’s farms or botanic gardens for ideas. 
 
 
Plant selection for children 
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Children like large, brightly coloured flowers and vegetables that grow quickly. Plants such as sunflowers, 

corn and pumpkins are good examples. You should also consider using varieties of plants that have sensory 

and textural qualities as well. Examples of great sensory plants include: 
 Touch – woolly lamb’s ear, succulents (such as aloe vera), bottlebrush species, snapdragons 
 Taste – basil, strawberries, peas, rosemary, carrots, cherry tomatoes 
 Smell – jasmine, sweet peas, lavender, pelargoniums, native mint bush, lemon balm 
 Bright colour – daffodils, rainbow chard, marigolds, pansies, sunflowers 
 Sound – corn, bamboo and grasses rustle against each other when the wind blows 
 
Activities for a child in the garden 
Choose activities that suit the child’s age. Suggestions include: 
 Watering the garden 
 Digging 
 Picking flowers 
 Planting vegetables, fruits and flowers in the correct season 
 Feeding the worms and using the ‘worm tea’ from the worm 

farm as fertiliser 
 Picking vegetables and fruits when they are ready to eat 
 Preparing healthy food, such as making salads and preparing 

school lunches 
 Craft activities using harvested seeds, plants and flowers 
 Composting, recycling and mulching 
 Weeding 
 Gathering seeds and dried flowers 
 Deadheading flowers 
 Preparing the soil with organic fertiliser 
 Replanting and re-potting 
 

Did You Know 
Did you know that NBACL in collaboration with the Multi-Cultural Association held two 

Restore Hope clothing campaigns for the Syrian Newcomers?   
Hundreds of bags of clothing and numerous pieces of furniture and housewares were 

collected to help new families to the province.  

Did you know that NBACLs engagement study showed that the majority of families 

we support prefer to receive information and communication via email over any 

other source of communication?   

Did you know that on March 29th, 2016 NBACL launched an e-Book on Dual Diagnosis?  
It is intended to provide mental health and other professionals with information on how to support people 

with an intellectual disability who also have a diagnosis of mental illness.  
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The e-Book can be found online at:  
http://nbacl.nb.ca/module-pages/intellectual-disability-mental-health-and-rights-based-approaches/   

Did you know that the Inclusive Education team held a 3 hour Sibshops workshop in 

Fredericton on April 23rd?   
Children ages 8-12 who have a sibling with a disability gathered together to complete 

team activities and to share their experiences and feelings. 

Did you know that the Family Support team is now available to support individuals 

and families with healthy relationships and boundaries, including sexuality?   
To access this support please call your local Family Support Facilitator.   

Did you know that 30 new Portable Rent Supplements were announced in March 2016?  
This allows individuals and families a choice of where they live based on their needs. 

Did you know that NBACL hosts Changing Lives hours in Saint John, Fredericton and Bathurst to 

spread awareness of who the association is and the work we do?  
Visit our website at www.nbacl.nc.ca or call 1-866-NBACL-4U (1-866-622-2548) to find out when and where 

the next hour is being offered. 

Upcoming Events 
English RDSP Webinar Friday June 24th 9-11 am 

French RDSP Webinar Friday June 24th 1-3pm 
To register please contact Rebecca Pilson at rpilson@nbacl.nb.ca or 1-866-622-2548 Option 2 

 
The Saint John BBQ will be Thursday July 7th at Rockwood park A Frame from 5-7pm  

To RSVP contact Cynthia Kane at familySJfamille@nbacl.nb.ca or (506)658-5363   
 

The Fredericton BBQ will be Thursday July 14th from 6-8pm at Odell Lodge  
To RSVP contact Julia McCluskey at FamilyFredfamille@nbacl.nb.ca or (506)453-4416 

 
Youth in Action Atlantic is an inspirational and engaging summit on life transitions and personal 

leadership for youth living with a disability occurring in Moncton August 19-21st.  
For more information please visit www.yia-aj.ca.  

 
NBACL’s Early Learning & Inclusive Childcare program will be holding  

Each Child Matters and Ideas, Tools, & Strategies for Inclusion  
training for childcare staff in September 2016.   More details will be made available closer to the date. 

 
NBACL will host a Luncheon in Saint John in September.  Stayed tuned for more information. 

 
An Elimination Draw will be held on October 1st 2016 at the City Club in Fredericton.  

More details to follow. 
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The Family Support Team 
 
 
 
Carolann Edwards, Manager of Family Support       
cedwards@nbacl.nb.ca    (506) 453-2191  
 
 

 

Cynthia Kane, Family Support Facilitator (Saint John)       
familySJfamille@nbacl.nb.ca   (506) 658-5363 

 
 
 
 
Julia McCluskey, Family Support Facilitator (Fredericton)    
FamilyFredfamille@nbacl.nb.ca  (506) 453-4416  
 
 

Family Support Facilitator (Provincial)       
FamilyProvfamille@nbacl.nb.ca  (506) 856-2318  

 

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!    
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