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This model was adapted from “Letting Grow and Letting
Go: From Diagnosis to Adulthood” by John Reiss
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Diagnosis/Early
Childhood

Stage 1: Receives care

Childhood/Early
Adolescence

Stage 2: Participates in
care and decision
making
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Role/responsibilities

Develop capacity and function as a
participant in self-care and
decision making

Challenges/Developmental tasks

s  Puberty

. Establishing emotional
distance from parents

* Need to belong to peer

Middle & Late
Adolescence

Stage 3: Manager
Shared decision making
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Role/responsibilities

Develop capacity and function as
the manager in self-care and
decision making

Challenges/Developmental tasks

*» Develop positive sense of
self

. Develop interpersonal skills

s  Develop mutually

Emerging
Adulthood

Stage 4: Lead
Manages &
Supervises

p

Role/Responsibilities

Develop capacity as supervisor;
increase competence and
independence in decision making.
Develop interdependence (shared
responsibility, mutual support, and
resect)

Challenges/Developmental tasks
»  Develop healthy self-image

g 9 - ] q .| * Setand achieve
. Role is passive group i':&po:g:: [EE educational/vocation goals
Developlng . Beco?ne more independent »  Separate from parents
g . P . Financial independence
Child gndlauicnomons «  Live independently
»  Make decisions and rely on - ’
one's own judgment . Establ:shlng a system o
. Have independent . m:::i': :—Ii:gepo:rtsner
relationships with adults 12g p
o B »  Family of one’s own
+  Begin love/intimate » Participate in community
relationships *  Pursue meaning and
happiness
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This model was adapted from “Letting Grow and Letting
Go: From Diagnosis to Adulthood” by John Reiss
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Diagnosis/Early Childhood/Early Middle and Late Emerging

Childhood Adolescence Adolescence Adulthood
Stage 1: Participant and Stage 2: Full Partner Stage 3: Supervisor Stage 4
care provider Guides & manages care Shared decision making Consultant
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Rolefresponsibilities Responsibilities & Challenges
Role/responsibilities Role/responsibilities Promote youth’s self-efficacy e  Respect young adult's
Identify goals & priorities for newly Guide and manage child’s care Defer some decision making to youth autonomy
diagnosed child Inform and empower Supporting relationships with other e  Provide input and support as
Re-examine goals and priorities for Support child in cognitive, adults requested
self and for family as a whole personal, and social Supporting peer relationships «  Assist young adult in making
development Work toward youth driven, family good use of available
Promote autonomy and capacity guided care resources & guidance
Parent challenges/tasks as a partner by helping teens: «  Focus on self and new
e Let go of “perfect child” «  Make some decisions Parent Challenges/Tasks S
* Letgo of built and blame *  Be involved socially _ | Allowing safe learning from |
+ Let go of preconceived * .«  Bemore involved/responsible | mistakes “1
notions of “right” roles & for self-care Let go of “my way is the right way”
responsibilities for mother and +  Be safe — have an emergency Accommodate to normal adolescent
Pare nt father plan development
« Balancing needs of siblings +  Feeling not understood by
and family as a whole parents
+  Keeping/developing vision for Parent challenges/tasks +  Seeking privacy
the future Give up need to “do it all’  Engaging in risk taking
« Making a life separate of Maintain high expectations behaviors/trying new and
child's needs Begin shifts in care and support different things
*  Maintain life outside youth
p. / o J - / A /
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This model was adapted from “Letting Grow and Letting
Go: From Diagnosis to Adulthood” by John Reiss

‘Working Alliance: Role of the Parent.
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Childhood/Early Middle/Late Emerging

Diagnosis/Early
Childhood Gl ST Adolescence Adulthood
S o lLeEe Stage 2: Partner Stage 3: Stage 4: Resource
Consultant
(/_

Role/responsibilities a h 4 A '

Initiate the working alliance Role/responsibilities Roles & Challenges

Provide framework for promoting Inform and empower parents » Defer decision making

child’s growth & development and Promote parent effectiveness to parents & youth

managing the health condition Support evolving working e Establish separate

Identify & acknowledge families alliance with parents and relationship with youth

values, priorities & affirm strengths growing child/youth « Provide anticipatory

. . guidance re: adulthood,

Provide quality care lF:’ro‘_';'_get quality C‘T’e work, autonomy,

Facilitate access to insurance acilitate access to independent living. ,

Share knowledge of condition ,| insurance > Professional

and management strategies Share knowledge of Provide quality care serves as a

condition and management Facilitate access to
strategies insurance resource

Professional Challenges Share knowledge of

o Let go of “professional model” Challenges condition and

of coping * Give upneed to know management strategies
e Let go of “professional” as only best" )
expert * Maintain high expectations
«  Accommodate to family coping for child and future
* Avoid getting “caught in the %
\___middle” / N~ ~

Bold font indicates input from TWG

This model was adapted from “Letting Grow and Letting
Go: From Diagnosis to Adulthood” by John Reiss

‘Working Alliance: Role of the Professional .
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