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 FCS RECOGNIZES THAT :

Each family is unique

The family is a constant in the child's life 

Parents are the experts on the child's needs and 
abilities



Principles 
of 
Family-Cent
ered Care

Respectful and Supportive Care

Coordinated and Comprehensive Care

Enabling Partnership and Collaboration

Providing Specific Information 

Providing General Information

King G, King S, Rosenbaum P, et al: Family-centered caregiving and well-being of parents of children with 
disabilities: Linking process with outcome. J Pediatr Psychol 24:41-53, 1999



Three Core 
Beliefs of FCC 

in 
Developmental

Pediatrics

1. Respect for children and families
2. Appreciation of the family’s 
impact on the child’s well-being
3. Family-professional collaboration

  

King G, Chiarello L. Family-centered care for children with cerebral palsy: conceptual and practical considerations to advance 
care and practice. J Child Neurol. 2014 Aug;29(8):1046-54. doi: 10.1177/0883073814533009. Epub 2014 May 7. PMID: 
24810084.



Family-Health Provider Partnerships

Enabling  
Partnership

Provision of 
services responsive 
to individual family 
needs & priorities

Engagement of the 
family in the 
intervention 

process. 



What do we mean by FCS? 
A conceptual framework with three 

premises

1. Parents know their children best and want the best for their children
 Guiding principles:
�  Parental involvement in decision making 
�  Parents should have the ultimate responsibility for the care of their children 



What do we mean by FCS? 
A conceptual framework with three 

premises

2. Families are different and unique 
Guiding Principle: 
� Each family and family member should be treated with 

respect (as individuals)



What do we mean by FCS? 
A conceptual framework with three 

premises

3. Optimal child functioning occurs within a supportive family and 
community context. The child is affected by the stress and coping of 
other family members.
Guiding principles: 
�  The needs of all family members should be considered 

�  Involvement of all family members should be supported and encouraged  





Bronfenbrenner’s Ecological Systems Model



Interrelationships of Services and 
Outcomes for Children and Families



What affects 
family 
well-being? 

Many factors affect parental 
well-being: 
◦These include child, 
family, social, stressor and 
coping variables

 (King et al. 1999)



FCS Involves the 
Whole Family
◦ In FCS, the strengths and needs 

of ALL Family members are 

considered.

◦The family works together with 

service providers to make 

informed decisions about the 

services and supports the child 

and family receive.



Predictors of 
family 

well-being

in parents of 
children aged 3 to 6 

with 
neurodevelopmenta

l disability  

(King et al. 1999)

Our caregiving is important for 
parental emotional well-being , 
satisfaction and stress 

Child behaviour problems are 
predictor of parental well-being 

Social-ecological factors: family 
functioning and social support- 
predict parents well-being 



What types of family-oriented services meet 
parent and family needs?

• Family-oriented services are needed to meet parentsˈ needs, enhance capacity and 
promote family wellness 

• Need to provide parents and families with information resources, support groups, 
psychosocial services 

• Composite parent–child services are an important way to meet needs of all family 
members.

King G, Williams L, Hahn Goldberg S. Family-oriented services in pediatric rehabilitation: a scoping 
review and framework to promote parent and family wellness. Child Care Health Dev. 2017 
May;43(3):334-347. doi: 10.1111/cch.12435. Epub 2017 Jan 12. PMID: 28083952.



Framework 
showing a 
continuum of 
family-oriented 
services



Child and Family

Service 
Providers

Organization

Implementing Family-Centred Care 

 Top-Down Approach

  Bottom-Up Approach



Challenges to Family-Centred Care
 

• Predominance of medical model of care

• Traditional views of health care providers

• Perceptions of childhood disability

• Impact of cultural beliefs on child rearing 
practices

• Caregiver burden, social isolation

• Societal stigma

• Service providers not trained in FCC and 
coaching approaches

• Environmental barriers 



Opportunities for Family-Centred Care

Strengths of the ASSA’s Program
• Focus on rural & poor

• Program offered free of cost

• Equitable access to all families

• Village-based: home- or centre-based

• Multidisciplinary team

• Benefits from mobile connectivity & device use

• Led and supported by administration

• Funding grant from Grand Challenges Canada

• Mentoring on FCC from Canadian Clinical team













 Perspectives of Disability in the Indian Context 

• Religious beliefs: Hinduism (curse of God), Muslim (God’s will), 
Christian (punishment for sins), Buddhism (Karma)

• Cultural beliefs: traditional practices, myths, superstition, attitudes

• Family’s perception of disability

• Medical model of disability (“cure”)

• Impact of the environment: disability or handicap

• Social context: society’s perceptions & reactions, stigma

• Barriers to participation and inclusion: school and community



International Classification of Impairments, Disabilities, 
and Handicaps, (ICIDH)

• Created in 1980 by the WHO to provide a 
unifying framework for classifying the 
consequences of disease.

• The ICIDH defined a model that progressed from 
disease, impairment, and disability to handicap in 
a linear fashion. 



The WHO’s ICIDH Model of Disability 
(1980)







• Impairment: any loss or abnormality of psychological, physiological, or 
anatomical structure or function

• Disability: restriction or lack  of ability to perform an activity in the manner 
or within the range considered normal for a human being 

• Handicap: disadvantage for a given individual resulting from an 
impairment or a disability, that limits or prevents the fulfilment of a role 
that is normal (depending on age, sex, and social and cultural factors) for 
that individual 



The International Classification of 
Functioning, Disability and Health (ICIDH-2)

Systemic perspective 
identifies human functioning 

as the product of complex 
interactions between a 
variety of personal and 

environmental variables.

Adoption by WHO of a 
universal approach applying 
to any human being and not 

only to people with 
impairments and disabilities.



Conceptual 
schema of the 
WHO’s ICIDH-2

(1999)



The International Classification of Functioning, 
Disability and Health (ICF)

After ten years of international revision efforts coordinated 
by the WHO, the World Health Assembly, approved the 
International Classification of Functioning, Disability and 
Health (ICF) on May 22, 2001. 



Traditional 
Thinking

“In the past, and certainly 
in the late 20th century, 
not only were you getting 
lots of therapy, but we 
wanted you to learn to 
walk and talk nicely and 
‘normally’



The Problem?

•Healthcare professionals have 
imported the medical  
framework into childhood 
disability

•Diagnostic details have some 
importance but don’t tell you 
what to do.



21st Century Thinking in Child Development 
and Disability

• Think of Developmental Differences
rather than Disability

• Think of Promoting Development 
rather than Rehabilitation or Therapy

• Think of the TOTAL Child



The International Classification of Functioning, Disability, and 
Health (ICF): 
A Global Model to Guide Clinical Thinking and Practice in Childhood 
Disability
WHO (2001) 



What is a Disability?

Disability is conceived as the outcome of the 
interaction between impairments and 
negative environmental impacts.

Disabilities cover impairments, activity 
limitations, and participation restrictions. 

•An impairment is a problem in body function 
or structure; 
•Activity limitation is a difficulty encountered 
by an individual in executing a task or action;
•Participation restriction is a problem 
experienced by an individual’s involvement in 
life situations.

World Health Organization-WHO 
http://www.who.int/topics/disabilities/en/



What is the 
ICF 
Framework?

• A universal model – for all people, not just 
people with disabilities 

• A holistic model - focuses on the whole person + 
their environment

• A strengths-based model – highlights what 
people can do!

• An interactive model – shows the interaction 
between a person + their environment





Understanding the WHO’s International Classification for 
Functioning, Disability and Health (ICF) for Child Development



Use a Strength-Based Approach
Focus on Function and Participation…

 Not on impairments!



Shift Attention 
from 
Disabilities 
to 
Abilities and 
Potential 





The International Classification of Functioning, Disability, and Health (ICF)
(WHO, 2001)



The International Classification of Functioning, Disability, and Health (ICF): 
A Global Model to Guide Clinical Thinking and Practice in Childhood Disability 





Environment
al
Factors

Environmental factors have been found to have a major 
impact on one’s ability to participate 
(Anaby et al., 2013; Anaby et al., 2014; Law, Petrenchik, King & Hurley, 2007; 
Vaughan, LaValley, AlHeresh & Keysor, 2015). 

Different aspects of the environment are recognized as 
potential supports or barriers to participation (Law et al., 2007; 
Welsh et al., 2006), including:

• physical (e.g., built environment, accessibility, districts of 
residency)

• social (e.g., social support and peer support)

• attitudinal (e.g., perceptions towards disability and 
recreation)

• familial (e.g., family functioning)

• institutional (e.g., policies and availability of programs)

Aids, assistive devices and adaptations are facilitators



What are Barriers?

Barriers are factors in a person's environment that, through their absence 
or presence, limit functioning and create disability.  Including:

• Physical environments that are inaccessible, lack of relevant assistive 
technology.

• Negative attitudes of people towards disability, stigma.
• Services, systems and policies that are either non-existent or that hinder 

the involvement of all people with a health condition in any area of life.



What are Facilitators?

Factors in a person's environment that, through their absence or presence, 
improve functioning and reduce disability. Including:

•  Physical environments that are accessible, the availability of relevant 
assistive technology, and positive attitudes of people towards disability. 

• Services, systems and policies that aim to increase the involvement of all 
people with a health condition in any area of life. 

• Absence of a factor can also be facilitating, for example, the absence of 
stigma or negative attitudes. 

• Facilitators can prevent an impairment or activity limitation from becoming 
a participation restriction.





Personal 
Factors

• Internal personal factors which can 
include:

 gender, age, education, past and current 
experience, character, motivation, 
likes/dislikes, profession and other factors 
that influence how disability is 
experienced by the individual



The original ‘F-word’ was ‘fix’

• Lets see our classic intervention strategies 
and therapies in a different light

• We don’t fix most chronic conditions: we don’t 
fix diabetes; people who wear glasses 
haven’t had their eyes fixed, but they’ve had 
their function improved.



Shifting to a focus on  
‘function’ 

• We now think about functioning 
in the context of what you as a 
child want to do. 

• How can medical, and therapy, 
and environmental, and other 
services support you to do what 
you want to do, to be what you 
want to be?



Reinforcing efforts and 
success even if done 
differently

We need to help parents 
understand those kinds of 
things. You don’t have to 
expect things to be done 
nicely and normally and 
typically. 
•–Dr. P. Rosenbaum



What Does it Mean for Families and Service Providers? 

• The ICF framework can be used at home, 
at school, in the community and for health 
care.

• Enhances family-centred care

• Offers a communication tool – to promote 
conversation between the family, child, 
and service providers.

• An organizational tool – to set goals, 
highlight strengths, and discuss needs.



A Story
• “The family had a six-year old with spinal muscular atrophy. Now 

that’s a condition where kids are weak and have limited ability to 
move independently. We quickly established that the child’s 
weakness was one we just don’t know how to fix.

• “So, I asked the mother if her child went to school. She told me 
no. I asked her if her child had a wheelchair. She told me no. I 
simply suggested she get him a wheelchair so he could go to 
school. The family liked this idea very much! This simple 
‘environmental’ intervention had never been considered!” says 
Dr Rosenbaum.



The ‘F-Words’ in 
Childhood Disability

(2012)







The ‘F-Words’ 
in Childhood 
Disability

• The F-words in Childhood Disability 
are based on research and build on the 
World Health Organization’s (2001) 
International Classification of 
Functioning, Disability and Health (ICF) 
Framework.

• These 6 F-words are important to ALL 
children’s development and remind us 
to focus on what children CAN do.









Dr. Rosenbaum Discusses the 
‘F-words’ in Childhood Disability on 
Vimeo

My Favourite Words on Vimeo

https://vimeo.com/46752649
https://vimeo.com/46752649
https://vimeo.com/46752649
https://vimeo.com/252166407










The ICF/F-WORDS 
are Directly Linked

Provide opportunities for 
parents to build ‘our’ ideas 
(development-promoting 
therapies) into ‘their’ 
day-to-day experiences and 
activities of ‘parenting’.









www.worldcpday.org

Focus for child development

The 'F-words' focus on six key areas of child development 
that are vital to all children with CP. 

More details at https://www.canchild.ca/en/research-in-practice/f-words-in-childhood-disability







Using the F-Words
to Promote Participation and Inclusion









The 
Integrated 
ICF & 
F-Words

This approach is NOT, and does NOT…
… new assessment measure

…diminish the roles of professionals

...diminish the roles of therapies

What it DOES do...

.... increases the roles of parents and their voices

.... emphasizes parents' values and goals

.... sees the child in the context of family & 
environment(s)

… changes the dynamic of parents and professionals



Peter Rosenbaum
CanChild

“The best life is the best medicine for people with cerebral palsy”




