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Rights and Fundamental Freedoms of Children and Their Families 

at Roger Neilson House 
 
Roger Neilson House promotes the integrity of the family and assures the best 

interests of the children we serve as outlined in the Children and Family Services Act 

of Ontario (1990).   

 

In accordance with the act, Roger Neilson House strives to: 

 Recognize the physical, cultural, emotional, spiritual, mental and developmental 

needs and differences among the children we care for. 

 Develop services that are compatible with the needs, values and customs of 

the diverse children and families we serve. 

 Recognize that, wherever possible, services to children and their families are 

provided in a manner that respects cultural, religious and regional differences. 

 

 

 

Roger Neilson House Values 
The Roger Neilson House program strives to be a safe, welcoming, refuge for 

both the families we serve and for the employees and volunteers who work 

here.   We are a Values Based organization, with the values and definitions of 

those values being self-determined by our staff team.  Our values include:  
safety, respect, accountability, transparency, engagement, learning, and 
performance. 
Together as a team we have acknowledged the importance of abiding by these 

values in our work, our ethics, and in our practice.  These values need to be 

considered, adopted and demonstrated in our interactions with all others we 

encounter in our day to day tasks at Roger Neilson House.  We are a multi-

professional team and the values are relevant and inclusive to all of us.   It is the 

goal of the Roger Neilson House team to work in an environment that promotes 

a high quality of service to families, while at the same time offering a safe, 

accountable, and pleasant work environment to the employees and volunteers of 

the program.   
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Roger Neilson House Team 
  

 Nurses  

 Doctors 

 Advanced Practice 

Nurse 

 Pharmacist 

 Recreation 

Therapists 

 Social Workers 

 Personal Support 

Workers 

 Spiritual Support 

 Bioethicist 

 Coordinator of 

Volunteer Services 

 Volunteers 

 Administrative 

Assistant 

 Manager 

 Executive Director 

 

Roger Neilson House depends on the valued contribution of dedicated volunteers 

who sit on the Board of Directors, the Family Advisory Committee and assist 

with care, reception, and other daily activities in the house.   

 

 

The Roger Neilson House team is complemented by the CHEO Palliative Care 

Outreach Team.  The CHEO team collaborates with the Roger Neilson House 

team to provide the best possible comprehensive care for your child and family.  

Regular meetings with your family and our team are one of the best ways to 

ensure this can happen.  At these meetings, we will work together to develop 

and review goals of care.  These meetings allow for discussion and decision 

making around issues including supports in your community, hospitalization, 

acute interventions, resuscitation, and progressive symptoms.  You, your child 

or a team member may request family/team meetings which are then scheduled 

at a mutually convenient time. 
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Services Offered at Roger Neilson House 
 

When your child is accepted into the palliative care program at CHEO, you and 

your family will be considered to receive the services offered by Roger Neilson 

House.   

 

Admissions to Roger Neilson House are dependent upon the prioritized needs of 

all children and families in the program.  Admissions are prioritized from 1 to 6 

in the following order: (1) end of life care, (2) emergency respite, (3) pain and 

symptom management, (4) pre-booked respite, (5) transition from hospital to 

home, (6) as-available respite.  First priority is always given to children and 
families at the end of life. 
 
RESPITE CARE: 

Respite care is 24-hour care of your child at the hospice.  The purpose of 

respite is to allow your family time to rest and rejuvenate.  It is also an 

opportunity for ongoing evaluation of your child’s health by the CHEO Palliative 

Care Team and Roger Neilson House staff.  There are 3 categories of respite 

care: 

 
1. Pre-Booked Respite Care: 
During a calendar year, each child is entitled to 28 days of pre-booked respite,  While Roger 

Neilson House makes every effort to honor these bookings, it is important that families have 

a contingency plan in the event these admissions need to be cancelled due to a higher 

priority need.  The maximum length of stay is 2 weeks at a time and each child is eligible to 

stay for 2 holiday weekends per year, 10 days over the summer months and either March 

break or the Christmas holiday.  Families are encouraged to pre-book these stays well in 

advance to ensure the desired dates are available.  Each fall, families will be reminded of this 

opportunity in the winter edition of Roger Neilson House Chronicles. 

 

2. Emergency Respite Care: 

Emergency respite is available to children who require emergency care due to a death in the 

family or primary caregiver illness.  Roger Neilson House makes every effort to respond to 

requests for emergency respite within 24 hours of request and offer care for a minimum of 

48 hours.  Stays may be extended at the discretion of Roger Neilson House, depending on 

bed and resource availability. 

 

3. As-Available Respite Care: 

As-available respite is offered from a waiting list maintained by the Admissions Coordinator 

to families who would benefit from additional respite time on a more flexible basis, when the 

house is less busy.  This type of stay is open to cancellation at any time in the event a more 

urgent admission is required.  Although this happens very rarely, Roger Neilson House does 

its utmost to prevent any inconvenience.  You will be notified as soon as possible of the need 

to cancel the visit so that alternate arrangements can be made. 
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TRANSITION CARE: 

Transition care offers services when the child is ready to leave the hospital 

(CHEO) but your family is not yet ready to take over their care at home.  Your 

family may need support and assistance to become more comfortable with the 

changes in your child’s needs.  Transition visits are dependent upon availability of 

beds and staffing resources and may require rescheduling due to higher priority 

admissions.  During a transition visit, the primary caregiver is expected to provide 

care with the support of Roger Neilson House nursing staff.  Families are 

encouraged to take breaks so as to be well rested when they return home.  Rest 

breaks must be negotiated in advance with the nursing staff to ensure adequate 

nursing, volunteer and recreation therapy resources are available. 

 

PAIN AND SYMPTOM MANAGEMENT: 

Pain and symptom management is active care aimed at managing the distressing 

symptoms experienced during the course of illness.  When symptoms are 

identified by the family, a meeting with the nurse and MD on call is arranged and 

the child is admitted to Roger Neilson House for assessment and evaluation.  

Recommendations about change are then made after consultation with the family 

and other members of the care team at CHEO and in the community.  A new plan 

of care is agreed to and then assessed by Roger Neilson House staff prior to 

discharge home.  The following are common symptoms that might be assessed: 

 Pain 

 Feeding intolerance requiring an adjustment in the timing, rate and/or 

volume of gastrostomy tube feedings. 

 Changes in responsiveness that require observation. 

 Sleep problems including requiring more or less sleep than usual, disrupted 

sleep or day-night reversal. 

 Poorly controlled seizures that might require monitoring while medications 

are being adjusted. 

 Constipation (infrequent, large bowel movements or discomfort in passing 

the bowel movement). 

 Pressure areas (redness or open areas of the skin over bony prominences). 

 

The length of stay will be determined by the severity of symptoms and response 

to treatment.  A summary of the stay will be forwarded to the primary care 

physician at the time of discharge, 
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END OF LIFE CARE: 

End of life care offers comprehensive services for your child and family when 

your child’s death may be imminent.  The primary focus of end of life care is to 

provide pain and symptom management and supportive care.   

 

If your child is in need of end of life care, the CHEO Palliative Care Nurse or 

Physician on call can be reached urgently through CHEO locating at 613-737-

7600 ext. 0.  An admission will be facilitated as soon as possible.  Should the 

child’s condition stabilize after admission, the family will be supported in 

returning home. 

 

PERINATAL HOSPICE: 

Perinatal hospice offers services when an expectant family is given a prenatal 

diagnosis of a life limiting or life threatening illness.  The family is assisted in 

developing a birth plan which details goals of care during and after the baby’s 

birth.  Memory making (photographs, plaster casting of hands and feet) is 

provided and transfer to Roger Neilson House can be arranged if the health 

status of the baby and mother permits.  Quality time spent with the baby is 

encouraged in the environment of choice; hospital, Roger Neilson House or 

home. 

 
GRIEF SUPPORT AND BEREAVEMENT CARE: 

From the time of your child’s diagnosis, throughout their illness and after their 

death, grief support and bereavement care are offered for you, your child and 

family members.   

 

Memory making and legacy building activities are available throughout your 

child’s involvement in the palliative care program.  This can include handprints, 

photography, art work, referrals to wish granting organizations, and participation 

in special events.  All families are offered a memorial star on the Wall of Stars 

after the death of their child. 

 

The following are available support groups: 

1. Palliative Care Parent Support Group 
Roger Neilson House, in collaboration with OCTC (Ottawa Children’s 

Treatment Center), offers all of the families working with the Palliative 

Care Team a monthly parent support group facilitated by social workers 

from each center.  The group is held every second Tuesday of the month 

from 11 am to 1 pm in the Roger Neilson House basement living room.  

When coming to the group, parents can expect a safe space to share their 

experience with others who understand, as well as a great opportunity to 

connect and develop friendships with other parents facing similar issues.   
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Topics are planned in advance, and in collaboration with group members.  

If you are interested in attending, contact social work at Roger Neilson 

House at extension 622/607. 

 

2. Sibling Support Group (S.I.B.S.): 
Roger Neilson House offers a support group to the siblings of children 

working with the Palliative Care Team called S.I.B.S. (spectacular 

incredible brave siblings). The group is held the second Saturday of every 

month from 10 am to 12 pm in the Roger Neilson House basement and 

facilitated by recreational therapists and trained volunteers.  The group 

creates opportunities for the siblings to receive support from peers going 

through similar experiences and helps to decrease feelings of isolation. 

Art and drama are used to encourage self-expression in a fun, safe 

environment.  Siblings are invited to share their experiences and ask 

questions of medical professionals.  Topics are planned in advance and 

vary from month to month.  If you are interested in having a sibling(s) 

attend, contact recreational therapy at Roger Neilson House at extension 

663/667. 

 

3. Parent Bereavement Support Group: 
Roger Neilson House offers a bereavement support group to any parent 

who has lost a child the age of 19 years and under, at Roger Neilson 

House, at CHEO or in the community.  The group is closed and held bi-

weekly over the course of 9 sessions.  The following principles guide the 

group: grief is unique for each family member, sharing your experience 

with others who understand can bring comfort, being part of a group helps 

reduce the feelings of isolation common to bereaved families.  If you are 

interested in attending, contact social work at Roger Neilson House at 

extension 622/607. 

 

4. Perinatal Loss Parent Bereavement Support Group: 
Roger Neilson House offers a support group to parents who have lost an 

infant to a stillbirth (over 20 weeks gestation), or a neonatal death (up to 

the first 28 days of life).  The group is open concept and offered bi-

weekly over the course of 9 sessions.  If you are interested in attending, 

contact social work at Roger Neilson House at extension 622/607. 

 

5. Sibling Bereavement Support Group: 
Roger Neilson House offers a bereavement support group for children 

aged 4-18 years who have a lost a sibling.  The group is closed and runs 

concurrent with the parent bereavement support group, biweekly over the 

course of 9 sessions.  It is facilitated by recreational therapists.  The  
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group uses a developmental model to help siblings understand their grief 

and learn coping strategies through peer interaction and facilitated 

therapeutic activities.   If you are interested in having a sibling(s) attend, 

contact recreational therapy at Roger Neilson House at extension 

663/667. 

 

Preparing for a Stay at Roger Neilson House 
 

BOOKING YOUR STAY: 

When you have chosen the type of stay and the dates you would like to request, 

contact the admissions coordinator at Roger Neilson House at extension 619.  If 

no one is available to take your call, leave your request on voicemail – your call 

will be sequenced and responded to within 3-5 working days.  If your request is 

urgent, call the CHEO Palliative Care Nurse on call at 613-737-7600 X 0. 

 

PRE-ADMISSION: 

A few days prior to admission you will receive an e-mail from the Roger Neilson 

House nursing team entitled “Admission to Roger Neilson House”.  Attached to 

the e-mail is a pre-admission questionnaire asking about changes to feeding, 

medication or plan of care, signs or symptoms of infection, concerns, need for a 

family/team meeting, school plans during admission, CHEO appointments during 

admission and your location during the child’s stay.  Please ensure this 

questionnaire is returned a few days prior to admission so the necessary 

paperwork can be prepared. 

 

Recent exposure to an infectious illness (such as chicken pox, measles, 
tuberculosis, whooping cough or mumps) or the presence of fever, cough, vomiting, 
diarrhea or rash may require postponement of the admission.  Because all children 

staying at Roger Neilson House are medically fragile, it is very important to report 

the presence of symptoms to protect others. 

 

If you are planning to be more than 4 hours from Ottawa during your child’s stay, 

you will be required to appoint an alternate decision-maker.  This person’s role is 

to make decisions in your absence, care for your child if cancellation is necessary 

or accompany your child to CHEO in the event of an acute illness.  An alternate 

decision-maker consent, signed by you and your appointed alternate decision-

maker, will be required on admission.  A blank consent can be e-mailed to you 

prior to admission. 

 

Cancellation may be necessary if a higher priority admission is required.  Should 

this be the case, you will be notified as soon as possible to allow you to make 

alternate arrangements. 
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If your child will be attending school during their stay at Roger Neilson House, 

you will need to coordinate this with your child’s school and the busing program.  

Please let staff know what time your child will be picked up and dropped off from 

school. 

 

If your child uses oxygen, you will need to contact your oxygen provider to 

ensure a supply is delivered to Roger Neilson House before admission. 

 

WHAT TO BRING: 

Pack everything your child might need on a daily basis with the exception of 

sheets and towels.  Do not bring items of great sentimental or monetary value – 

Roger Neilson House will not be responsible for loss or damage.  The following 

are the equipment and supplies required for admission: 

 Medications, including prescription & over-the-counter medications, in 

adequate supply for the duration of stay (don’t bring more than necessary).  

Please ensure the medication bottle is properly labelled & in the original 

container with drug name, concentration and date of expiry.  This is also 

necessary for all liquid medications.  Improperly labelled medications cannot 

be administered.  Please bring pill crushers and splitters as needed.  Bring 

an epi-pen if your child has a life threatening allergy. 

 Communication devices. 

 Any respiratory equipment your child requires which may include portable 

suction & suction catheters, ventilator, Bipap, Cpap, ambu bag, nebulizer, 

in-exsufflator, oxygen saturation monitor, spare tracheostomy tube and 

emergency equipment kit. 

 Mobility devices including wheelchair and splints. 

 Feeding equipment including formula, pump, battery pack, spare Mickey, 

extension tubes and feeding bags.  Children on a ketogenic diet may need 

family prepared food provided. 

 Toiletries including diapers, wipes, toothbrush & toothpaste, hairbrush, 

shampoo, soap, creams & lotions. 

 Clothing – labelled and in sufficient quantity for the duration of stay. 

 Personal play & comfort items (toys, blankets, videos, CD’s).  Please be 

advised that Roger Neilson House policy prohibits the showing of videos 

above a 14A rating. 

Note – Roger Neilson House is a nut safe environment. 
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DAY OF ADMISSION: 

Please note – admission time is between 1 pm and 4 pm. 

 

The nurse admitting your child to Roger Neilson House will review consents, 

medication orders, care plan and daily activity schedule with you for accuracy.  

This process may take an hour or so – please make arrangements to accommodate 

for this. 

 

You will be asked to unpack your child’s equipment & supplies before you leave. 

 

DAY OF DISCHARGE: 

Please note – discharge time is before 6 pm. 

 

You will be asked to come in and pack your child’s equipment & supplies.  Your 

child may be discharged to the school bus if requested. 

 

Roger Neilson House Facilities 
Staff & volunteers make every effort to create a home-like environment.  

Because several families may reside at the house at the same time it is important 

that everyone promotes a culture of sharing, respect and collaboration.  The 

following guidelines are promoted at Roger Neilson House: 

 Families are asked to call ahead if they plan a visit when their child is not 

staying at Roger Neilson House.  This will permit staff & volunteers to be 

available and ensure the house can accommodate additional visitors. 

 Common areas should remain clean and tidy – items should be returned to 

their place, lights & other appliances should be turned off when not in use. 

 The privacy and belongings of guests staying at the house should be 

respected. 

 Families should respect the confidentiality of all fellow guests and families 

staying at the house by avoiding the nursing station when confidential 

conversations are occurring or during nursing report (7:30 am & 7:30 pm). 

 The lights & sounds go down at 9 pm to promote rest and relaxation for all 

guests. 

 

In the event of fire or other emergencies, families should report to the nursing 

station for direction.  Emergency plans can be found at each exit door. 

 

BASEMENT: 

The lower level contains offices and shared space.  The teen lounge has gaming 

and movie-watching equipment in addition to games tables (foosball, table 

hockey),  The training room has a mini kitchen, table & chairs for meetings and  
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support groups.  Please note that children under the age of 14 should be 

accompanied by a responsible adult at all times (parent, staff or volunteer). 

 

MAIN FLOOR: 

The street level contains shared rooms for use by guests, staff & volunteers.   

 Kitchen & Dining Room – meals are prepared by the PSW (personal 

support worker) for guests (no cost) and immediate family (low cost).  

Meal coupons may be purchased from the Administrative Assistant 

between 8 am & 4 pm in the main office.  Meal times are as follows: 

 Breakfast 8-9 am (continental Monday to Friday & hot on 

weekends) 

 Lunch 12-1 pm 

 Dinner 5-6 pm 

 Snacks can be purchased from the basket in the kitchen,  

Donations are gratefully accepted. 

 Living Room – available for family gatherings, services and meetings. 

 Library – available for family & friends.  Books (including reference 

books), movies & DVD’s can be borrowed.  Please return when you have 

finished using them. 
 Playroom – available for guests and families staying at Roger Neilson 

House.  All children using the room should be accompanied by a 

responsible adult (parent, staff or volunteer). 
 Snoezelen Room – available for guests and families staying at Roger 

Neilson House.  Designed to provide stimulation and/or relaxation for 

guests under the care of staff or volunteers.  All children using the room 

should be accompanied by a responsible adult (parent, staff or volunteer).  

Shoes must be removed, socks only. 
 

SECOND FLOOR: 

The second floor contains the guest rooms, tub room, laundry room, nursing 

station and medication room,  There are 4 single guest rooms and 2 double 

guest rooms, each with its own bathroom and wheelchair accessible shower, TV 

& DVD player.   

 

There are also 2 family suites, primarily for use by families who want to be 

together as their child nears end of life.  These rooms are furnished with a guest 

bed, a king-sized bed, table & chairs, couches, microwave & compact 

refrigerator.  Also included are a computer with internet access, television & a 

DVD player.  Towels & linens are provided: emergency toiletry packages are 

available if needed.  The personal support workers (PSW’s) are available on a 

daily basis to tidy & refresh these rooms as requested. 
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Families have access to the laundry room from 11 am - 1 pm and 4 pm - 8 pm.   

 

Telephones are located in each suite, bedroom and in all common rooms at 

Roger Neilson House.  Dial 9 to access an outside line for local calls.  Long 

distance calls can be made using calling cards or collect. 

 

Laptop computers & internet are available for use by families staying at Roger 

Neilson House.  The following are guidelines for computer and internet use: 

 Computers are not to be used for gaining unauthorized access to any 

computer system on the internet. 

 File-sharing programs (BitTorrent, KaZaa) are not permitted. 

 Downloading copyrighted materials (music, movies) is not permitted. 

 Accessing information containing profanities or sexual content is not 

permitted. 

 Save your files on a USB stick or a CD. 

 Avoid food or drinks when using house computers. 

 

Visitors 
Your visitors are welcome at Roger Neilson House.  Please provide a list of 

visitors you give permission to visit your child in your absence.  Visitors are 

encouraged to call ahead prior to visiting.  Between 9 am & 9 pm the volunteer at 
the main entrance reception desk will welcome & screen all visitors before they 
are permitted to go upstairs 

 

Community Caregivers may visit with your permission but they are not permitted 

to provide care.  Friends and family may visit and provide care with your written 

permission.  They are encouraged to speak with the responsible nurse before 

giving care.  Young children who are visiting (including siblings) must not be left 

unsupervised.  A responsible adult is required to be with them at all times. Any 

child under the age of 18 may stay overnight with permission from their legal 

guardian if a responsible adult is available to supervise them. 

 

Planning to have large numbers of visitors should be done in collaboration with 

the responsible nurse.   He/she can assist with following your wishes and with 

preparing for their visit.   

 

Touring visitors through the house should also be discussed with the responsible 

nurse.  The privacy of other guests and families need to be taken into 

consideration. 
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Infection Control 
Anyone recently exposed to an infectious illness (measles, tuberculosis, 

whooping cough, mumps, chicken pox) or showing symptoms (fever, cough, 

vomiting, diarrhea, rash) is encouraged to avoid visiting until the incubation 

period has passed and/or their symptoms have resolved.   

 

Any child who develops symptoms during their stay at Roger Neilson House may 

be discharged so other children staying at the house are protected.  Children 

receiving end of life care are exempt from discharge due to the nature of their 

admission and their isolation. 

 

Handwashing is the most important way to prevent the spread of infection.  Liquid 

hand sanitizers are located throughout the house.  Hands should be washed 

thoroughly at the following times: 

 Upon arrival to Roger Neilson House 

 Before and after contact with shared house items and rooms 

 Before meal times 

 After contact with a contaminated source (diapers, the bathroom, coughs 

& sneezes) 
 

 

Accessibility 
Accessibility refers to the design of products, devices, services, or environments 
for people with disabilities. The concept of accessible design ensures both 
"direct access" (i.e. unassisted) and "indirect access" meaning compatibility with 
a person's assistive technology (for example, computer screen readers). Wikipedia 

 

Roger Neilson House is fully accessible for all children and families with 

disabilities (including visual, hearing, cognitive, and motor impairments).   

 

 

Smoking 
Roger Neilson House is a smoke-free environment.  Smoking is not permitted 

within 9 meters of the perimeter of the building.  Cigarette butts should be 

extinguished off site and disposed of in an appropriate manner.  Please refrain 

from throwing cigarette butts in or around the plants, flowerbeds or trees around 

the house. 
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Lost and Found 
Equipment, supplies and personal items that are left behind are stored in the lost 

& found locker in the basement’s storage room.  Staff will be happy to locate 

lost items at your request. 

 

 

Family Advisory Committee 
The Roger Neilson House Family Advisory Committee was created as an 

advisory resource in the provision of timely, constructive advice to management, 

staff and the Board of Directors regarding the needs and priorities of families 

using our services from a family perspective.   

 

Family members interested in in joining the committee may contact the chair or 

Manager of Roger Neilson House to discuss their potential membership.  

Together with the Executive Director, the chair, vice-chair and Manager will 

recommend interested individuals to the committee. 
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Parking 
Families are encouraged to load and unload their vehicles at the OCTC curbside 

where parking is permitted weekdays after 4 pm (2 hour limit) and on weekends 

as long as a Roger Neilson House permit is displayed on the dash.  Those with 

disabled parking stickers are able to park in the disabled parking spots in front 

of the play park as long as a Roger Neilson House permit is displayed on the 

dash.  Temporary permits may be obtained from the Volunteer Receptionist (or 

any staff member). 

 

Families staying at Roger Neilson House should speak to their nurse if they 

require a long term parking permit.  A $10 deposit is required to secure a permit 

and is refunded when the permit is returned.  Parking is located in Lot C – see 

map, below. 
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Important Telephone numbers and extensions 
 

Main Roger Neilson House number       613-523-6300 

 

 

Extensions: 

 

 Nursing station – 651/652 

 

 Executive Director - 604 

 

 Manager – 603 

 

 Advanced Practice Nurse – 610 

 

 Admissions coordinator – 619 

 

 Social Work – 622/607 

 

 Recreation Therapy – 663/667 

 

 Administrative assistant – 600 

 

 Kitchen - 115 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 


