OUR STORY

Tv 2003, inspired by the spirit and compassion of Roger Neilson,
the much-respected member of the Ottawa Senators Hockey Club
coaching staff, the Club and its Foundation approached CHEO with

an exciting Vision to improve the quality of life for children and
families goivg throungh the most difficult times imagivable.

The Ottawa Sewators Foundation set out to engage +he
community and raise the money necessary o brivg this vision to life;
they accomplished a $5 million fundraising feat v less thaw +wo
years after the passing of Roger Neilson,

The +wo oraanizations entered into a uiigue partuership iv which
N El LSO N the hospital's palliative care +eam desioned and developed new
programs and a beantiful new facility was built +o welcome childrew
and families. Thus Roger Neilson House was born — an eight-bed
pediatric residential hospice which offers compassionate care v
collaboration with CHEO's palliative care team.

2.019-20 ANNUAL REPORT




OUR MISSTON

We meet the unidque palliative care needs of vewborns,

children, vouth, and their families. We lead by advocativg,
by advavcing clivical care and family support, and by
learving throuagh research and sharing knowledae.

VALUES

Roger Neilson was well known for his generosity, humanity,
sense of humour, compassion, and love of children. These values,
as well as the following, will govern our daily work with
families, community, and each other:

Respect Twvovation  Excellence Celelbration

Collaboration  Fawmily-Focused Care Learning



REFLECTIONS FROWM OUR EXECUTIVE PIRECTOR &
BOARD OF DITRECTORS CHATR

As we reflect upon the past vear, we are very prond of many accomplishiments and exciting
immovations at Roger Neilson House.

The demand for our varions programs and services continned to grow. By the end of
WMarch 2020, we had cared for a total of 511 children siuce openivg our doors in 2006, for
a total of 21,427 days of care.

Our commitment at the regional, provivcial and national level continued. Weaan Wright,

Q Executive Director of Roger Neilson House, chairs the National Pediatric Palliative Care
Hospice Committee, and along with a family partver, is an active member on the Provincial
Pediatric Palliative Care Steering Committee. Roger Neilson House is also a proud partver of
the newly formed ‘Kids Come First” child and youth Ontario Health Team. Dr. Vadeboncoeur,
Wedical Director of Roger Neilson House, continues on the Board of Directors of the
Tuternational Children’s Palliative Care Network. Natiowally she remains vice-chair of the
Royal College of Physicians and Surgeous of Canada Examination Committee v Palliative
WMedicine, and a co-chair of the Canadian Network of Palliative Care for Children. During the
COVIDA1A pandemic she has participated in a National Collaboration of Pediatric Hospice
Wedical Directors and an Owtario Collaboration of Hospice Medical Directors, both of which
work collaboratively to develop guidelines for maintaiving palliative and end of life care v +he
hospice setting, despite the chavges which have arisen due o the veed for adiusting the
implemewntation of personal protective equipment and physical distancing,

In 20149, we b@@m d@si@mm@ and revovating the Roger Neilson House playroom and legyacy
installation. The redesigned room will be a fully accessible, special destination i Roger Neilson
House; a place for imagination, peace and reflection; a place +o play with a distinet character
that will be open and flexible. The room will provide sensory experiences and an opportunity to
conect with wature. At the same time, it will remain a place o hovour all of the children
who we have cared for who have died, as a very special legacy art installation will be
highlighted in the room. We are very excited for this work +o come
to fruition and to share i+ with our community, We extend
profound thavks +o all of our parent partuers and team members
who provided input, and +o the Roger Neilson House Legacy
Committee for their commitment to this very special and
sensitive project.

Cont’d..




REFLECTIONS FROM OUR EXECUTIVE PTRECTOR &

BOARD OF DIRECTORS CHATIR cont’d...

In October 2019, we were Very proud of the successful implementation of EPLC, au
electronic heakth record system. EPLC has bronght about many improvemewts +o
documentation processes for the clinical feam. T+ also offers a secure, onlive patient portal
called WyChart, which connects patients to parts of their electronic health record, anywhere,
at any time. Through WyChart, they can see information related to most of their visits.

Iv late winter 2020, our orgavization was impacted greatly by the COVIDAA pandemic.
we had to make many changes, including o the services and programs we offer. As a team
we were swift to respond and we have remained vimble as directives have changed.
Unfortunately, it has meant suspevndivg some activities in the house, including pre-booked
respite adimissions; however, we have remained open and available for our patients and their
families in many other ways. We have shifted to providing oulive support for families,
. . including for both bereavement and support prograwms, which is a first, and may make
v services more accessible to all. This will be an area that we will focus our research oun in the
future. The upcoming year will be full of challenges, but we are well positioned +o e
adaptable and flexible, while continning to provide care for children, youthh and families in
need.

We extend our deep appreciation to our Board of Directors, all of our staff, volunteers,
community partuers, and most importavtly our families. Lastly, we extend our gratitude to
our doviors. Community support is helping us to continnonsly improve our methods of carivg
for our kids and helpivg us to support families dealing with the most devastativg of
situations. We are committed to enrichivg the dquality of lives, no matter how short.

Mike Lupiano Wegan Wrignt
Chalr, Board of Pirectors Executive Pirector




FAMILY ADVISORY COMMITTEE
Through the winter months the Family Advisory Committee (FAC) continned +o be
active in fulfilling their advisory directive.

The FAC resumed meetings after the Christmas break and first on the agenda was a
Visit from Nahal Stoppels, lead for the SafetyReview Committee. Nahal began by
restating the guiding privciples, and then presented recommendations geverated by that
committee. FAC members then had the opportunity to ask duestions and provide
feedback on the recommendations.

This vear the Children’s Healthcare Canada Conference was held in O++awa. Committee
member Yara attended on behalf of FAC. The theme was ‘Getting Kids Back on the Radar,
Mara conveved that there were a broad spectrum of participants and that the sessious she
attended were very informative.

The Legacy and Plavyroom project is of great importance +o staff, volunteers, families and
caregivers. There have been extensive consultations with all stakeholders, and FAC was
grateful to be wcluded as another source for feedvack on several elements of the project. As
Sprivg arrived, the committee bega conducting meetings by +eleconference due to
COVIDAA. Leadership contivued o give updates and provide TAC members the opportunity
to respond to the rapid chavges at the House.

The BRNH Pandemic Leadership Team extended an invitation for a represewtative from FAC
to Join the weekly leadership teleconference. The team wow has a parent perspective on
operational issues such as changes i services, virtual care, visitor restrictions, ete. The FAC
was also asked for feedvack on a proposal for the Emeraency Home-Based Respite Program.
The committee’s familiarity with BNH services allowed them +o provide valuable responses
to duestions reaardivg the Compavionship Service and Tn-Howme support.

This year the committee was happy +o receive two new members, Kristy Parker and Emma
Gofton. We appreciate the experievce and sight they bring — welcome Kristy and Emmal The ON ey House
approach +o summer certainly looks different at the House than it did last year. However, =" OW“/ M\o\@d zfor@ "
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what has not changed is the Leadership team’s commitiment o involve the FAC as changes 3 Levonsde st Tok 4 Oisling
are being made and vew itiatives are being developed. RNH staff and voluwteers continually LSS 078599130503,

5T

give of themselves, and T am grateful to have an opportumity to give back!

Kimberley Waara, Chair, Family Advisory Committee




VOLUNTEER ADVISORY COMMITTEE

The Volunteer Advisory Committee (VAC), implemented in April of 2019, continues to be an im-
portant integrative link providing timely, constructive feedvack between volunteers and RNH's
leadership team and staff. The VAC recouvened in October 2019 after a busy and productive
sprivg and was delighted to welcome the following new committee members: Michael Baskey, Leah
Bradley (Rec. Therapist), Aun Gordon, Onristine Grace, Saran Khadij, Carinna Woyes and Brenden
Spano-Oshorne. Wembers look forward +o their input and ideas as the VAC moves into i+s second
year. The VAC also gratefully ackvowledaed the contributions of four outgoing members: Scott
Guvn (outgoing Co-Chair), Alanma Jave, Eva Latourell and Warilyn Stairs.

An itial priority for the aroup was to review and update the status of the VAC's 2019-2019
key work plav objectives which were: to improve and streamlive the volunteer on-boarding
process; and, to develop accessible volunteer support systems (with a special focus o
bereavement support). Streamlining of the volunteer on-boarding process has been partially
accomplished while the support system objective, "Caring for the Carer”, has beew successfully
achieved. The VAC will collaborate with BNH Leadership +o ensure that support systems
continue to meet the veeds and expectations of staff and volunteers. Work on the former
objective (streamliving voluwteer on-boardivg) has beew carried over into the carrent (2020-
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R i e Ty 2021) work plan and will incorporate updated/mew policies and procedures from BRNH's

; comprehensive 2019-2020 SafetyReview that was undertaken to ensure that the safety,
rights and well-being of BNH's guests are at the core of all daily operations. The VAC is also
discussing a number of vew objectives that are currently being finalized (e.g. ovgoing volunteer
educational opportunities, Volunteer recruitment and retewtion strategies and continued
development of user-friendly on-line Volunteer Information Session resources).

Tv early WMarch 2020, in light of developments with the COVIDAA pandemic, VAC in-person
meetings, April's National Volunteer Week celebrations and a wamber of other programs and
services offered by RNH were put on hold in order +o help keep everyone safe and mivimize the
cthance of transmission of infection during these anxions and uvprecedevted times. As members of
the VAC, and more broadly, as part of the iicredible one strong +eam of
staff and volunteers a+t BNH, we look forward +o the day when we can
all be together again to continue our work +o ewrich the guality of lives
of the children and fawmilies we are so hovoured +o serve.

Carole Brulé Christine Grace
VAC Chair VAC Vice-Chalr




VOLUNTEER SERVICES

This has beew another amazing vear for Roger Neilson House Volunteer Services. We have
continued to recruit incredivle, enthusiastic and passionate volunteers.
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Iv total, 24 credible vew volunteers joined our team. Along with recruiting new voluvteers, a
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volunteer retention strateay was created as there is substantial value in retaining our
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trained and experievced volunteers who have developed a strong uvderstanding of the
orgavization, a solid skill set and deeper collaborative relationships with volunteer and staff
colleagues. We have been successtul in keeping mawny of our long term volunteers, such as

" Terry, who's been on the team for ¢ years:
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at the hots T have seen how much my involvement with RN can make a

difference in a child’s life and give comfort +o a family. This
has made my volunteering a very rewarding experience for
me.  -Terry Moxness

Volunteers have continued +o be ntegral mewmbers of our ‘Owve
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- Saral Khadjy : A , the implemevtation phase.

The Volunteer Advisory Committee (VAC) continued to be stronaly enaaged in improving the
volunteer experience. We have formalized the volunteer support system +o ensure that
volunteers have access to timely and duality support whew facing difficult situations. The VAC
was also significantly mvolved in discussion and plavnivg to streamlive the recruitment and on-
boarding process. We look forward +o reporting on the implementation of those improvements
next year. We are very proud of our Volunteer Advisory Committee
as it is a wiidue and successful model of volunteer engagement. we
had the opportuvity to present on the VAC work at the 2019
HPCO conference and several hospice leaders subsequently contacted
us to learn from our experience.

Cont’d.




VOLUNTEER SERVICES cont'd...

A duote from the VAC vice-chair summarizes duite well the aoal of our VAC engagement
efforts:
"Being part of the VAC committece is another honoar, allowing us to
work cooperatively with +he WManagement team +o provide feedback
and improvements that help us in +he retention of Volunteers and 1he
arive to bring new Volunteers on board” - Onristine Grace
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A volunteer also co-lead aw initiative to improve our Reception Volunteer Procedure Manual.,
This was important work as reception volunteers have key roles in warmly welcoming families

and Visitors as well as auiding traffic flow when people enter RNH. Having clear, efficient and
up-to-date procedures is therefore of paramount importavce.

This vear we introduced Parent Matching as a new Volunteer program. Parents who are fur-
ther along on their bereaved journey are matched with newly bereaved parents. The support
and perspective of someove who has had a similar experience has beew a great complement to
the counseling services offered by our social work team. Traiving, aunidavce and ow-coing suppor+
is offered to volunteer parents to prepare thewm for this important role.

Roger Neilson House is fortunate +o have people who regularly reach out +o us expressing their
interest i joining our volunteer team. Historically, as a first step in the application process,
prospective volunteers attended an information session at Roger Neilson House. Iv our efforts
to make the recruitment process wore efficient, we have created an online information session.
Therefore, someone interested in voluwteering can vow view the ouline session at a time that is
convenient to them, without having to wait for an iv-person option.

Ow a final wote, T would like +o share a dquote from Carole Brulé, the chair of our VAC:

"It is ouly with the heart +hat one can see rightly; what is esseutial is invisivle +o
the eye,” Antoine de Saint-Exupéry writes in his beloved book, Le Petit Prince. This is
one of the many gifts I have received in volunteering with
RNH's incredible guests and helr families: T now see +he
world more clearly than ever before - through +he lens of a
fuller, wiser and forever grateful heart! - Carole Brule

Bruno Ferrier
Wanager, Community Engagement and Volunteer Relations










SUPPORT GROUPS AVALLABLE AT ROGER NEILSON HOUSE

Palliative Care Parent Support Group: This “drop-in” aroup format provides a safe space for
parents to share their thoughts, emotions and coping strateaies, as well as an opportunity
to conmect and develop relationships with other parents throughout their child’s illness.

Spectacular Tveredivle Brave Sivlings (ST.B.S.): The group’s objectives are to create

opportumities for siblings to receive support from peers going through similar experiences and
to help decrease feclings of isolation. Art and drama are used to enconrage self-expressiov in
a fuw, safe environment. Siblings are nvited o share their experievces and ask questions of
medical professionals.

Parent Bereavement Support Group: Opev to any parent who has lost a child under the age
of 14. The death of a child is believed +o be the most difficult loss a family can experieuce.
Different themes such as copivg strategies or the impact ov other relationships are raised
each week for discussion.

@roandparent Bereavement Support Group: Grandparents, who often have a special
relationship with their grandchildren, can feel hopeless and isolated in their experievce of
grief, and may not know how to support their bereaved adult children. As with +he Parent
Bereavement Support Group, different themes are raised each week for discussion
thronghont the six-session program.

Perinatal Loss Parewt Bereavement Support Group: For parents who have lost an infant to
stillbirth over 20 weeks gestation, neovatal death up +o the first 29 days of life, or medical
termivation or induction where a palliative diaguosis or preguancy existed for the infant or
mother.

Preguaney After Loss Support Group (PALS): This is a monthly drop-iv group for families
who have already accessed RNH services and are currently preguant and strugaling
emotionally. Topics such as mavagivg guilt, impact ov relationships, and managing the expec-
tations of others are explored.

Sibling Bereavement Support Group: Facilitated by recreational therapists concurrently with
the Parent Bereavement Support Group. The group uses a developmental model to help
siblings understand their grief and learn coping strategies.

RBNH Bereaved Families Support Night WMouthly Drop-in: This is a monthly drop-in group for
parents to support one another throuah their grief experience. Facilitated by a Social
Worker, this group is open to any bereaved parent who has previously participated in RNH
programming.
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EXPENSES

The majority of Roger Neilson House resources are directed towards program and service costs at the
House and v the community, Our objective is +o operate on a break-even basis and for the 2019-20 fiscal

year, our operating budget was 2.7 willion dollars.



BOARD OF DIRECTORS (2014-20)
Wike Lupiavo, Chair

Tow Hendry, Vice-Chair

Les Bell, Past Chair

Jeff Polowin, Secretary

Wichelle Bouchard, Treasurer

Alexa Brewer, Director

Awne Huot, Director

Caitliv Neil, Diector

Dr. David Creery, Director

Javet Wilsow, Director

Paul Lalonde, Director

Robert Houstow, Director

Brad Weir, Ex-officio Director
Jacqueline Belsito, Ex-officio Director
WMegan Wright, Ex-officio Director

CLINICAL STAFF (Currewt)

Anne Joves, Adwmissions and Care Coordinator

Barb Juett, Social Worker

Ashley Astle, Persoval Support Worker
Buhle Neube, Personal Support Worker
Candace Breteer, RPN

Carinue WMoreau, Personal Support Worker
Carleigh Savders, RPN

Carol Chevalier, Social Worker

Celinve DPe Rubeis, BN

Charles Wedeiros, Personal Support Worker
Chris Vadeboncoenr, MD, Wedical Director
Claire Nickerson, RPN

Courtney Potvin, RPN

Davielle Havley, BN

Dauvielle Scarlett, Recreation Therapist
David Ricciardelli, RN

Dawn Davies, MD

Emily Fullarton, BN

Jackie Davis RPN

Jennifer Quivm, RPN

Joann Zimmerling, Personal Support Worker
JoAvume MacNeil, RN

Kaitlyn O’Cowvior, RPN

Katharina Skreypek, BN

Katie Patterson, RPN

Katt Brooks, Recreation Therapist

Kirstin Neville, RN
Krista Henneberry, BN
Laura Cardillo, BN
Lauren Cavanagh, RN

Leal Bradley, Recreation Therapist

Lesley Sabourin, RN
Lyndsey Fisher, BN

Lyan Grandmaison Pumond, Nurse Practitioner
Madelena Arvone, Social Worker

Mary Farnand, RN
Waryse Frenette, Fellow
Waunreen Merkley, RN
Meaan Doherty, MD
Meaan Sloan, BN

Wonica Sevigny, RPN

Nancy Grahnam, Quality Coordinator

Sabrina Morin, RPN

Sarah Allan-wiseman, Social Worker

Stephanie Toll, RPN

Stephavie Van Zawten, MD

Suzanve Henderson, RN
Tamara Guindon, RPN
Virgivia WMeisner, BN
wendy WMihell, RN

William (Bill) Splinter, MD
Zandra Strnad, RN

VOLUNTEER ADVISORY COMMITTEE (2014-20)

Carole Brule, Chair, Child and Family/Visiting Home Hospice Volunteer
Christine Grace, Vice Chair, Reception Volunteer

A Gordon, Kitchen Volunteer

Brenden Spano-Osborne, Child & Family Support Volunteer

Bruvo Perrier, Manager, Commumity Engagement & Voluntneer Relations
Carinna Woves, Child & Family Support/{Visiting Home Hospice Volunteer
Clare Pearson, Child & Family Support/Visiting Home Hospice Volunteer
Francine Boucher, Child & Family Support/Visiting Home Hospice Volunteer
Jenvie Wilson, Admivistrative Assistant, Community Engagement & Volunteer Relations
Joavn Zimwmerling, Personal Support Worker

Leah Bradley, Recreation Therapist

Liz Kelly, Reception Voluuteer

WMac Hiltz, Child & Family Support/Visiting Home Hospice Volunteer
Michael Baskey, Child & Family Support Volunteer

Sarahn Khady, Child & Family Support Volunteer

Terry WMoxvess, Child & Family Support/Visiting Home Hospice Volunteer
Villana Warray, Reception/Visiting Home Hospice Volunteer




CONTACT INFO
PHONE: ¢13-522-6300
FAK @2-523-2017
EWMATL: infoDRogerNeilsonHouse.ca
www RogerNeilsonHouse.ca

To receive our Roger Neilson House Newsletter or to be
added to our mailing list, please contact
Infodrogerneilsonhounse.ca

SOCTAL MEDIA
Twitter: DRNeilsonHouse

Facebook: Roger Neilson House
N E | LS O N Instagram: Drogerneilsonhonse
MEMBERSHIPS
Canadian Hospice and Palliative Care Association | Cavadian Pediatric

Residential Hospice Network | Hospice Palliative Care Ontario (HCPO)
Volumteer Ottawa | Ontario Hospital Association
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