Advocac Resources

Stress

Neverending parenting "Lifetime Sentence"

Genetic Reputation

Long-term childcare needs
Tied to the home
Financial stress
Unsupportive supervisors

Stigma/stress of deciding to have more children
Educating family members
Genetic counseling, adoption, pre-impl.

Working a typical 9-5

Cultural Issues
Transition from grade to grade

504, IEP, BIP, IAP plans

Social impacts Labeling for special education
Learning parents rights

Education/advocacy of school personnel

Lack of expectations by school for your child

Educating Others

Parent death, then what?
Advocate for self in everything Finding a mentor
Finding a mentor

Family Functioning
Personal identit D d
Project manager vs. mom ependenc

Living for toda

Concern for Future Transition

Ability to function w/ or w/o adult

Loss of child
Housing & independence

Sibling En

Stuck in childhood
Keeping a great attitude
Appreciate milestones/little things

Single parents

Marital Stress Spousal neglect - husband

. . Dealing with child's needs
Friends & famil

Other parents with similar challenges .
_‘)—gj, " N " New friends/support networks
Special Olympics/special recognition

Child

More education

What if it were you?

Isolation

Compassion

Personal Stress Medical care inadequate

Acceptance

Denial




No choice or options

Peer issues

Self care
Social/emotional issues

Finding time

With the same condition
Healthy siblings

Support system for siblings
Genetic issues - carrier, etc.

Communi

Al - Education of others
inclusive O

Relations with medical providers and specialists

_Brothers and Sisters

Child development with extraordinary situation

Church/family support

Faith based philosophies Smtua“t
Logistics
Limits -
Education . Accessibilit

Health care facilities

Child's perspective on family functioning

Extended famil

Genetic Issues < _Immediate famil

Stress

Employment options _ Job flexibilit

Finances
Time

Variety of family structures and restructures

Access to systems and services  Advocac

Tlme Education issues

Family Functioning

Developing positive personal philosoph
Chronic sorrow

Grief & acceptance

Propensity for crisis __Plan ways to address

Reluctance to accept support

Responding & copin
Differences between parents Grief acceptance
Long term vision

Linkage with other parents and families

Guardianship, power of attorne

Uncertaint:

. Independence
Planning for the future ,

Successful transition to adulthood
Active mentors to guide *ALL
Community becoming inclusive of special needs




Train sitter/staff

Advance directives/living will

Child Care

Guardianshi

Access to medical supplies
Common sense (lack of)

Transition
Health

Education Pick your battles
Child care

Not good doctors like peds doctors
Childhood to adulthood

What do we pay for vs. schools/insurance/etc.?

Advance directives/living wills
Health

Support organizations

Websites

Keep up with doctors appointments - care coordination
Michelle P. Waiver

Stress of parents

Information - what is available to us?

~
tamily Functioning

Community Activities /

Wheelchair accessibility
Ingredient list on menu or available

Time it takes to deal with

Insurance

Extracurricular activities
Sensory integration

Too noisy/loud

Legal issues

Clerical errors
Employment

Entertainment

Employment
Accessible

Accomodations for field trips
Medical plan

Educating caregivers

Extracurricular activities
Restaurants

For your child

Education

Dietician to educate us

Working with school/advocating
Transportation

Assistive technolol

Allergies
Picture menus

IEP/504
Touch screen menus

Transitioning from high school to college/secondary education




Transfer = fewer benefits?
Flexible scheduling Employers willing to hire/work with parents

Parents have info - not listened to Information Gathering

Lack of/failure to give parent the information
Feel like you're on your own
Divorce Marriage
Vigilance - constant Stress

— Strain on resource of time - travel, phone, follow-up
Not enough time for everything - some things drop off
Food
Genetic testing? Extended Famil

Cost of medical insurance

Life insurance
Stuck with current clinic
Medical foods and formulas
Retirement with the responsibility of a disabled adult
Prescription

Financial

Cost out of pocket

Transition to Adulthood

Educate care provider

Require longer than the average family "functioning age" Ongoing Care

Family Functioning

“That's so sad"”
Well meaning, unsolicited advice Social Understanding
Lack of understanding of effect on famil

Difficulty getting protective services involved when D

Threat of Protective Services
Register with service at age 18
Power of Attorney? Independent? Durable power of attorney over medical care and finance

Legal Issues

Secondary complications

Getting and passing the reports

Do carriers have latent symptoms yet to surface?
Loss of providers, little sharing information

| am the medical home
Parent carriers/extended famil

Medication

Transition to adulthood
Educating family, school, everyone child comes in contact with
From early intervention to regular education
Center-based inclusion vs. general education
Lack of timely hel

Education

What have | missed?
Am | doing enough?

Guilt

Did | cause it?

Bullying and Threats
Concern
Social Stigmas

Development

Care for siblings when parents can't (take over as care giver)
"Genetic Labeling" - Insurabili
Lost Opportunities
New Opportunities

Expected to "pick up the slack”

Limited health care resources for disorder

The Disease

Lack of treatment options




Breastfeeding
Relief

Shock and denial Diagnosis
. o . ops . O
. Children with (?r W|th-out c-ondmon- ‘CGunt
Divorce ‘CReIannshlp with family/spouse
Longterm Fearful
Diet . .
Financials
Knowledge of resources O
Advocating
For practitioners Education
Options ___Diet
Educating other children
Having a partner to relate to Siblings

Attention to child with SHCN

Education

Adolescence School age
Acceptance and inclusion

Peer socialization

Cognitive issues
Education

No new updates, research ‘CRedundanCy
Education
Healthy diet
Finding right one

Medical care

Therapists
Natural medicines
Prevention vs. reaction

*ALL STRESS

No outward expression

Culture
Diets Options
Eating out Ingredient list
Educating family & friends
For NBS
Practitioner honesty and learning with you
Thankful , —
o Medical homeo_f Care plan/coordination
Good provider _Leadership
Adoption Giving a child up due to a variety of issues
O
Difficulty finding care
.. Options for improvement
Care giving

Day/after school care
Difficulty releasing control __ How good, etc.

Family Functioning

Information sharing
For siblings
For parents
For child

Support groups

Social Networking
Facebook

Internet

Restriction
Family  Mother in law

Food.

Ignorance

Home birth community __Education around NBS

Medical research}r More in prevention of future issues




Active participant

Accessible facilities
Treatment/other preparation Travel

Excited

Scared

Emancipation

Non-compliance (once they grow)

Death of child

Attachment

Future

Fear
o

Negative feelings/emotions . . "
Deressmn, anxiety, and grief

_Social Integration

Child care

Educational transition
Non-compliance of child
Medical transition

Transitional Issues

Lack of respite

Lack of Spare Tlme Interrupted vacations

Sex, tobacco, drugs, and alcohol __Peer pressure

Anger
“Normaley" __Siblings Coin
Regular bumps and bruises - real concern Point of view changes Insurance
Family cohesion Emplo ment Child care
Future planning/death of parent ___Parents Time off work/loss of time
Support groups
Educate them about condition Medical ipment
Drive . Child dical equipme
College \_Missed opportunities Travel Planning - food, etc.
Independence & Medication
Misidentification of drugs (busted
Self
Divorce
Education about current research of condition ) Time commitment disparit
Emergency kits (for all) Groups - emergency preparation Advocacy Marital StI'ESS Different standards of care/comfort levels

Fundraising for research, treatment, cure

Being advocate in medical care

Additional children?

/i . L Appreciation of diversi Unique abilities
| Reevaluation of Priorities " P N
Little things "moments’

Medications
Therapy - CF & autism Dual Diagnosis Usage - increase
Doctors Health
Insurance Management Life

New or True Friends/Relationships

Emancipation of child (forced

Tests

Schools not following through \ Educational Accomodations |

Medical aides
Mentor

Bus system

Organizations for Child

Communication with Provider

Financial programs

I // Personal financial aid

| Self Education @/ Therapies
“\\_Research about disease
Education

‘ Support organizations (with issue) _ Reputable

Extended family ignorance

Residenc Hospital/institution close b

Flu season
Germs

Public awareness in schools
Educating classmates
Education of providers

Palliative care

Existential issues
Questioning/stronger

Cost of special foods

Time for self

_Child Care |

_Childhood lliness

JFinancial Stress

Just in time education

External Life Issues __Aging parents

Medical trials

Medication - difficulty obtaining
Medical Care Inconsistency within medical care
A Research

Finances

_Public Education

respect for child's bravern

Personal Growth ~ o through having child with condition

Institutionalizing

Pregnancy terminations

Special trusts
Wills
Planning

Religions
Death of parent

Family Planning

Carriers, etc.
Birth famil
Transplants

For siblings

Adoption |

_Self Care




Diet

Choice of school
Supportive

Not contagious?
Opportunity services
Educating other kids
IEPs

Whoever deals with condition the best Different schools for children

Mental health
Physical health

Generational care

Aging parents/grandparents
or it all landing on one
Support system

Famil
o

Shared responsibili

Closer

. Friendships
Disappear o

Spouse

Medical equipment

\ Schools

Self Care

 Relationships

Looking and staring _ Being noticed >o Normale
Whole famil
Focusing on child and enjoying life
Quality of life N\ Balance
Needs g
Destabilizing Triggers

Coverage issues
Schools

Foods/formula coverage

Place of Residence

Nurse (in home
Family/friends
Respite

Support

Surgel
Stress

Unknowns

Insurance

Appointments

Medical info organization

Medications Vendors
Accessibili
Where to go

Inpatient admissions

Medical 4 /

Vacations

Relationships with their friends
Compassion for others

Carriers?

Participation in activities because of time
Attention
Accessibili

Siblings

of other sibling

On a Saturday afternoon
Career goals
Life goals
Vacations
Aspirations for child

Goals & Expectations

Parents
Husband

Extended famil
Overcompensation
Missed opportuni

\ Guilt

Family Functioning for genetic testing

Nursing network - CMTs, PWCs, CNAs Moving away from medical network

Prior authorization
Lifetime maximum
Uninsurable
Life insurance

Schools
Friend's house
Stairs/steps
Putting in access. change mg. rooms

Appreciation for life
Choose time wisely

Kids

Positive opportunity
Re-framint . .
Par_@i m shift Other things are easier
NBS test to catch

Opportunity to help others /

Ability to cope/resilient /]
Relationships formed
Appreciate diversity
Sense of purpose

Giving back

Insurance

Positive Growth

N Time _ Away from other kids

Job choices
College for siblings

Finances

Insurance
Constant interruptions

Career Choice

Siblings/relatives | Guardianship

Life-long caregiver . o

Caregivers
Other kids

Schools
P&R

Educating Others

Inventor
Family vacations/travel
Appointments

Time - full time job

Medical Equipment

Support
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